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SERIES  INTRODUCTION- -The  Disability  Rights  and  Independent  Living 
Movement,  by  Simi  Linton 


When  I  was  asked  to  write  the  introduction  to  the  Bancroft 
Library's  oral  histories  on  the  disability  rights  movement  in  Berkeley, 
it  reminded  me  of  the  summer  of  1975,  when  I  left  New  York  City  and 
headed  out  to  Berkeley,  California.   For  Berkeley  was  the  place  to  be  I 
told  my  friends,  filled  with  hippies  and  free  love.   I  would  spend  the 
summer,  take  courses  at  the  university.   I  had  been  disabled  just  a  few 
years  and  this  was  my  first  trip  on  my  own,  away  from  the  tight  circle 
of  family  and  friends  I  had  relied  on  in  those  early  years. 

Someone  had  told  me  that  Berkeley  was  a  center  of  disability 
activism,  but  I  didn't  tally  that  in  my  list  of  reasons  to  go  there.   I 
was  a  naive  young  woman  in  my  twenties,  and  still  new  to  disability.   I 
"managed"  my  disability  by  keeping  its  profile  low,  and  its  needs  in 
check.   I  use  a  wheelchair,  and  did  then,  and  decided  I  would  need  to 
call  the  disabled  students'  office  at  the  university  to  get  help  finding 
an  accessible  apartment  near  the  campus,  but  also  decided  this  would  be 
the  only  concession  I  would  make  to  my  disabled  state.   I  was  fine,  I 
told  myself  and  my  family,  and  by  that  I  meant  I  could  go  anywhere,  I 
could  do  everything.   Disability  would  not  bog  me  down  and  it  would  not 
mark  me . 

While  bold  on  the  outside,  I  harbored  the  deep  fear  that  I  might 
fail  in  my  ability  to  keep  disability  in  its  place,  that  it  would  come 
crashing  in  around  me  and  swallow  me  up.   I,  therefore,  was  completely 
unprepared  for  the  headlong  leap  I  made  that  summer  toward  disability, 
toward  the  people  and  the  territory  that  I  had  shunned.   I  never 
imagined  that  I  would  move  toward  disability  with  interest  and  gusto. 
It  didn't  happen  all  at  once  in  that  brief  summer,  but  I  call  that  time 
in  Berkeley  my  coming  out. 

I  had  arrived  in  a  place  where  disability  seemed  more  ordinary 
than  it  was  where  I  had  come  from,  where  accommodations  were  apparent, 
where  the  curbcuts  on  every  corner  made  it  possible  for  me  to  go  to  the 
supermarket,  to  the  bookstore  and  up  to  campus  without  having  to  stop 
someone  at  each  corner,  explain  to  them  how  to  tilt  my  wheelchair  back, 
take  it  down  the  curb,  and  lift  it  back  up  on  the  other  side.   Although 
Berkeley  may  not  have  had  significantly  more  disabled  people  than  other 
places,  it  seemed  to.   Maybe  it  was  because  I  was  out  on  the  streets 
more  than  I  was  in  New  York.   I  saw  people  acting  out  the  daily  routines 
of  life—going  to  the  supermarket,  school  or  their  jobs—using 
wheelchairs  or  crutches,  brandishing  white  canes,  using  sign  language 
and  all  of  the  other  indicators  of  membership. 
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And  life  started  to  become  easier  and  more  flavorful,  not  by 
avoiding  disability  but  by  living  with  it  in  a  different  way.   The  lure 
of  the  other  disabled  people  I  saw  was  great,  and  I  learned  that  it  was 
those  people,  most  I  never  got  to  meet,  who  were  responsible  for  the 
curb  cuts,  accessible  bathrooms,  the  independent  living  center  where  1 
went  for  help,  and  the  disabled  students  office  that  had  found  an 
apartment  for  me.   I  had  never  seen  any  place  where  disabled  people  were 
in  charge  and  it  thrilled  me  and  made  me  optimistic  about  my  life  in  a 
way  that  no  other  experience  could. 

I  learned  back  then  that  it  was  not  some  benevolent  church  group 
that  carved  out  those  curb  cuts,  or  a  member  of  the  town  council  trying 
to  get  votes  who  mandated  accessible  facilities,  they  were  due  to  the 
deliberate  actions  and  painstaking  labor  of  members  of  the  disability 
community  who  fought  for  the  changes  that  were  made.   Their  work  set  the 
stage  for  the  ongoing  struggle  for  rights  and  liberties  that  has  engaged 
a  nation  of  activists.   Today,  while  discrimination  remains  a  constant 
in  disabled  people's  lives,  the  right  to  an  accessible  environment,  to 
housing,  employment,  and  transportation  is  governed  by  laws  that  are 
increasingly  exerting  influence  on  those  who  discriminate.   Further,  the 
idea  of  integration,  in  education,  in  public  accommodations  and  in 
transportation,  pervades  the  informed  discourse  on  disability  rights  and 
is  supported,  again,  by  legislation  that  mandates  desegregating  society. 

The  Bancroft  Library's  Regional  Oral  History  Office  project,  "The 
Disability  Rights  and  Independent  Living  Movement:  The  Formative  Years 
in  Berkeley,  California,  1960s- 1980s, "  exposes  the  brick  and  mortar  of 
these  victories.   Present  in  the  narratives  are  major  players  and 
significant  events,  as  well  as  the  vital  auxiliary  figures  and 
contributing  influences  that  form  the  connective  tissue  of  the  Berkeley 
portion  of  these  movements.   The  histories  also  reveal  the  dilemmas  and 
roadblocks  that  halted  progress  and  interfered  with  the  integrated  and 
equitable  society  that  the  framers  of  this  political  agenda  envisioned. 

It  is  a  critical  time  to  look  closely  at  the  progress  that  has 
occurred,  and  to  study  the  impairments  and  deficits  that  remain  in  our 
not  yet  fully  integrated  and  equitable  society.   Researchers,  activists 
and  those  who  write  policy  need,  of  course,  to  examine  the  present 
moment,  and  evaluate  the  necessary  steps  to  take  to  move  forward.   Yet, 
just  as  important,  is  an  examination  of  what  led  us  here.   How  are 
present  problems  connected  to  past  struggles?   How  do  ideas  that  we  act 
on  today,  relate  to  those  formulated  in  past  eras? 

The  oral  history  project  provides  detailed  answers  to  those 
research  questions.   The  material  they  have  assembled  will  be  of  value 
to  researchers,  artists  of  all  kinds,  activists  and  policy  makers.   This 
endeavor  is  made  possible  now  by  opportunities  afforded  by  the  present 
moment  that  were  not  readily  available  before.  The  early  activities  and 
ideas  have  had  the  opportunity  to  grow  and  take  root.   There  has  been 
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time  to  evaluate  their  impact  and  to  see  the  shifts  in  ideas,  policy, 
and  human  interactions  spurred  by  what  at  first  glance  might  seem  to  be 
a  random  set  of  activities  undertaken  in  reaction  to  specific  concrete 
problems . 

In  addition,  there  have  been  a  number  of  developments  over  the 
last  three  decades  that  have  created  both  the  need  and  the  impetus  for 
this  work.   I've  grouped  these  into  four  sections  that  outline  some  of 
the  cultural,  scholarly  and  political  activity  that  informs  this  work. 

The  Social  Construction  of  Disability  and  the  Significance  of  Community 

What  I  witnessed  in  the  summer  of  1975  when  I  came  to  Berkeley 
from  New  York  was  that  disability  could  mean  something  different  just  by 
moving  to  a  new  location.   I  wouldn't  learn  the  term  "social 
construction"  for  another  fifteen  years,  but  I  did  learn  through  direct 
experience  that  disability  is  not  fixed.   I  also  learned  that  the 
disability  community  is  a  powerful  and  meaningful  entity. 

Fundamental  to  the  Regional  Oral  History  Office  project  is  an 
understanding  of  the  social  construction  of  disability.   The  efforts 
begun  in  the  sixties  by  the  people  interviewed  here  to  reframe 
disability  as  a  social  designation  and  to  conceptualize  obstacles  to 
employment,  education  and  integrated  living  as  a  civil  rights  issue, 
rather  than  an  individual  problem  of  impairments  and  deficits,  made  it 
possible  to  understand  disability  that  way.   Further,  an  essential 
prerequisite  for  the  progress  of  the  disability  rights  movement  was  the 
organization  of  the  disability  community,  a  coalition  formed  by  the 
discovery  of  each  other  and  the  recognition  of  our  common  social  status. 
Although  medical  and  educational  institutions  continue  to  categorize  and 
divide  people  by  impairment  status,  the  formation  and  the  formulation  of 
the  "disability  community"  has  had  a  major  impact  in  the  social/ 
political  arena. 

For  all  my  early  learning,  and  my  ongoing  study  of  disability,  it 
is  in  reading  these  histories  that  I  have  begun  to  understand  how 
profound  and  original  the  ideas  are  that  drove  the  early  activists.   The 
voices  that  are  heard  here  demonstrate  the  purposefulness  of  the 
activists  and  their  comprehensive  vision  of  an  equitable  society.   If 
this  research  platform  were  to  reveal  nothing  else,  it  would  be 
invaluable  as  a  means  to  contradict  the  stereotypes  of  disabled  people, 
and  of  the  disability  rights  movement  as  merely  riding  the  coattails  and 
mimicking  the  agendas  of  the  civil  rights  and  feminist  movements. 

Yet,  not  only  does  this  collection  of  histories  serve  as  an 
exemplar  of  social  construction  and  the  significance  of  community,  it 
demonstrates  the  unique  nature  of  the  construction  of  disability  and 
illustrates  the  struggle  to  define  and  assert  rights  as  a  minority  group 
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in  the  face  of  powerful  efforts  to  confine  disability  within  the 
province  of  medical  discourse. 

The  Value  of  First-Person  Narratives 

A  second  domain  that  informs  this  project  is  the  increased 
attention  to  the  active  voice  of  previously  marginalized  peoples.   First 
person  narratives,  long  discredited  in  academic  circles,  are  now 
accepted  by  a  wide  variety  of  scholars  and  public  historians  as  not  only 
valid,  but  necessary  research  tools.   ROHO's  intent  to  bring  disabled 
people's  perspective  to  the  forefront  is  consistent  with  that  approach, 
and  the  nuanced  and  detailed  data  they  obtained  demonstrates  again  the 
value  of  the  methodology.   Disability  has  traditionally  been  studied  as 
the  effect  of  war  or  violence,  the  failures  of  medicine,  or  other 
causes.   In  these  narratives,  we  see  that  what  brought  disability  to  the 
individual  becomes  much  less  important  than  what  the  presence  of 
disability  causes  to  happen.   Significantly,  the  narrators  show  the  ways 
that  disability  sets  in  motion  certain  social  and  institutional 
responses.   As  these  histories  reveal,  a  disabled  person's  presence  in  a 
school,  a  restaurant,  a  job  interview,  a  social  gathering,  or  other 
venue  often  caused  events  to  unfold  in  particular  ways. 

While  scholars  outside  of  disability  studies  have  rarely  paid 
attention  to  disability  narratives,  this  project  provides  compelling 
documentation  of  the  place  of  disability  within  the  larger  social  arena, 
and  also  demonstrates  the  ways  that  disability  plays  a  role  in  shaping 
an  historic  moment.   I  believe  that  the  rich  insights  of  the  narrators 
and  their  ability  to  reveal  the  complex  consequences  of  disability 
oppression  will  engage  scholars  within  disability  studies  as  well  as 
those  outside  the  field.   For  instance,  researchers  might  want  to  look 
at  what  the  histories  reveal  about  the  parallels  between  the  place  of 
women  in  other  early  civil  rights  struggles  and  in  the  disability  rights 
movement.   They  may  want  to  examine  disabled  people's  perspective  on 
their  exclusion  from  other  social  justice  platforms  or  consider  the 
obstacles  that  the  disability  community  itself  may  have  erected  to 
coalition  building  with  other  disenfranchised  groups. 

Complex  Representations  of  Disability  and  the  Social  Milieu 

The  oral  histories  provide  detailed  descriptions  of  the  lives  of 
the  narrators  and  others  in  their  circles.   These  materials  will  be 
useful  not  only  to  researchers  and  activists  but  to  writers  and  artists 
interested  in  portraying  the  lives  of  the  people  interviewed,  or 
developing  fictional  representations  using  these  figures  as  stimuli. 
For  instance,  writers  can  turn  to  these  histories  for  background 
information  for  projects  that  dramatize  events  of  the  sixties.   The 
projects  might  relate  specifically  to  the  events  or  the  people  described 
in  the  oral  histories,  or  the  research  might  be  aimed  at  gaining  more 
accurate  information  about  secondary  characters  or  events.   A  writer 


might  want  to  learn  more  about  what  the  Cowell  Residence  really  looked 
like,  who  lived  there,  what  were  the  attendants  like,  some  of  whom  were 
conscientious  objectors  doing  alternative  service  during  the  Vietnam 
War,  or  what  kinds  of  wheelchairs  and  other  adaptive  equipment  were 
people  using  then.   These  histories  are  about  disabled  people  and  the 
genesis  of  the  disability  rights  movement,  but  they  are  also  histories 
of  the  period  and  will  be  useful  in  providing  more  accurate 
representations  of  both. 

While  mainstream  cultural  products  continue  to  depict  disabled 
people  and  disabled  characters  in  inaccurate  and  narrow  ways,  a  growing 
number  of  writers,  artists,  actors,  and  performance  artists  who  are 
disabled  or  are  insiders  in  the  disability  community  are  providing  more 
realistic,  interesting  and  complex  representations  of  disability  to  a 
wider  audience  than  the  arts  ever  have  before.   Although  the  numbers  are 
still  small  and  the  venues  marginal,  I  expect  that  over  the  next  decade, 
as  increasing  numbers  of  disabled  people  gain  access  to  higher  education 
and  training  in  the  arts,  their  ranks  will  grow  and  as  they  do,  this 
material  will  continue  to  grow  in  value. 

A  Resource  for  Disability  Studies  Scholars 

Finally,  this  project  will  be  an  invaluable  resource  to  the 
growing  ranks  of  disability  studies  scholars.   Disability  studies  began 
to  take  shape  as  an  organized  area  of  inquiry  in  the  early  1980s.   Prior 
to  that  time,  although  there  were  isolated  pockets  of  transformative 
scholarship  in  some  liberal  arts  fields,  the  study  of  disability  was 
housed  almost  exclusively  in  the  specialized  applied  fields 
(rehabilitation,  special  education,  health,  et  cetera).   Disability 
studies  came  along  and  provided  a  place  to  organize  and  circumscribe  a 
knowledge  base  that  explains  the  social  and  political  nature  of  the 
ascribed  category,  disability.   The  field  has  grown  enormously, 
particularly  since  the  early  1990s,  as  has  the  Society  for  Disability 
Studies,  the  organization  that  supports  the  work  of  scholars  and 
activists  interested  in  the  development  of  new  approaches  that  can  be 
used  to  understand  disability  as  a  social,  political  and  cultural 
phenomenon. 

Certain  ideas  pervade  disability  studies.   For  instance,  a  number 
of  authors  have  examined  such  ideas  as  autonomy  and  independence.   The 
perspectives  employed  in  a  disability  studies  analysis  of  such  phenomena 
afford  a  complex  look  at  these  hitherto  rarely  examined  ideas.   Scholars 
interested  in  the  theoretical  implications  of  these  ideas  will  benefit 
from  examining  the  ROHO  histories.   They  will  learn,  as  I  did  in  a 
recent  reading,  how  the  early  activists  discovered  that  the  surest  route 
to  gaining  independence  was  to  have  access  to  attendant  care.   These 
young  people,  many  just  out  of  institutions,  or  living  away  from  home 
for  the  first  time  in  their  lives,  were  creating  a  new  type  of 
community,  one  in  which  it  was  clearly  understood  that  support  and 
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services  are  necessary  for  individual  autonomous  functioning.   They 
recognized  the  irony  that  what  is  typically  thought  of  as  "total 
dependence"  was  instead  the  ticket  to  the  greatest  freedom  and  autonomy 
they'd  ever  known.   Rather  than  wait  for  the  nurse  or  orderly  in  their 
institution  to  "decide"  if  it  was  time  to  get  out  of  bed,  have  a  shower, 
eat  dinner  or  watch  television,  with  personal  attendants  available  and 
under  their  direction  they  could  make  these  decisions  on  their  own. 
Rather  than  wait  at  home  for  their  mother  or  other  relative  or  friend  to 
bring  them  food  or  take  them  somewhere,  they  could  lobby  the  university 
for  a  lift-equipped  van  that  would  be  at  their  disposal  and  provide  them 
with  access  to  the  kinds  of  leisure  activities  non-disabled  students 
take  for  granted.   They  learned  by  setting  up  their  own  wheelchair 
repair  services,  and  hiring  qualified  mechanics,  they  could  keep  their 
manual  chairs,  and  the  power  wheelchairs  that  they  also  had  lobbied  for, 
in  working  order. 

Through  their  lived  experience  they  had  the  occasion  to  formulate 
a  new  way  of  thinking  about  such  accepted  ideas  as  what  constitutes 
independence;  what  is  freedom,  equity,  and  integration;  the  ways  that 
physical  dependence  and  psychological  independence  are  two  separate  and 
potentially  unrelated  variables.   Disability  studies,  while  dominated  by 
theoretical  formulations,  social  science  research  methodology,  and  modes 
of  analysis  employed  in  various  areas  of  the  humanities,  will  benefit 
enormously  from  the  concrete  examples  given  here  of  the  abstract 
principles  our  work  depends  on. 

The  value  of  this  project  will  ultimately  be  revealed  as  future 
research,  creative  endeavors,  and  policy  initiatives  are  developed  that 
have  utilized  this  primary  source  material.   Over  the  decades  to  come, 
researchers  in  all  areas  of  inquiry  will  find  within  these  documents 
numerous  variables  to  be  tested,  relationships  among  people,  events,  and 
trends  to  be  examined,  cultural  phenomena  to  be  studied  and  dramatized, 
and  ideas  to  be  woven  into  theory  or  literature.   The  most  exciting 
research  opportunity  that  this  work  affords  is  the  examination  of  the 
beliefs  and  behaviors  of  people  whose  demands  for  equity  and  justice 
upped  the  ante  in  the  fight  for  an  inclusive  society. 

The  Regional  Oral  History  Office  staff  are  to  be  commended  for 
their  vision.   They  have  brought  us  a  vital  piece  of  history,  one  that 
would  be  lost  and  forgotten  if  it  were  not  for  them.   They  have  captured 
in  these  individual  histories,  a  history.   And  a  legacy. 

Simi  Linton,  Ph.D.,  Co-Director 
Disability  Studies  Project 
Hunter  College 

New  York,  New  York 
April  1999 
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SERIES  HISTORY--The  Disability  Rights  and  Independent  Living  Movement 
Oral  History  Project,  by  Ann  Lage  and  Susan  O'Hara 


Historical  Framework 

The  movement  by  persons  with  disabilities  for  legally  defined 
civil  rights  and  control  over  their  own  lives  took  on  its  present 
framework  in  the  1960s  and  1970s.   Virtually  simultaneously  in  several 
cities  nationwide,  small  groups  of  people  with  significant  disabilities 
joined  together  to  change  the  rules  of  living  with  a  disability.   No 
longer  content  with  limited  life  opportunities,  nor  willing  to  be 
defined  solely  as  medical  patients,  they  shared  the  willingness  to 
challenge  authority,  discard  received  wisdom,  and  effect  societal  change 
that  was  the  hallmark  of  the  era.   Not  surprisingly,  the  disability 
movement  paralleled  other  movements  for  equity  and  civil  rights  by  and 
for  racial  minorities,  women,  and  gay  people.   From  our  vantage  at  the 
close  of  the  century,  it  is  apparent  that  these  movements,  taken 
together,  have  changed  the  social,  cultural,  and  legal  landscape  of  the 
nation. 

Berkeley,  California,  was  one  of  the  key  cities  where  models  for 
independent  living  were  developed.   A  small  group  of  young  people,  all 
wheelchair  users,  had  one  by  one  enrolled  at  the  University  of 
California  in  the  1960s.   In  an  era  prior  to  accessible  dormitories  or 
private  housing,  they  were  given  living  quarters  in  the  campus's  Cowell 
Hospital.   In  the  midst  of  the  campus  maelstrom  of  free  speech,  civil 
rights,  and  anti-war  protests,  they  experimented  with  radical  changes  in 
their  daily  lives,  articulated  a  new  philosophy  of  independence,  and 
raised  their  experience  to  a  political  cause  on  campus  and  in  the 
community. 

By  1972,  these  students  had  created  new  institutions,  run  by  and 
for  people  with  disabilities,  which  soon  attracted  national  attention. 
The  first  two  of  these  organizations,  the  Physically  Disabled  Students' 
Program  on  the  campus  and  the  Center  for  Independent  Living  in  the 
community,  drew  several  hundred  people  with  disabilities  to  Berkeley 
from  across  the  United  States.   This  early  migration  became  the  nucleus 
and  the  strength  of  the  community  that,  for  many,  came  to  symbolize  the 
independent  living  movement. 

Political  action  kept  pace  with  the  developing  awareness  and 
institutional  growth.   In  the  early  seventies,  the  Berkeley  group 
successfully  lobbied  the  city  of  Berkeley  for  curb  cuts  and  the  state 
legislature  for  attendant  care  funding.   In  1977,  scores  of  persons  with 
disabilities  sat  in  for  twenty-six  days  at  the  offices  of  the  federal 
Department  of  Health,  Education,  and  Welfare  in  San  Francisco,  as  part 
of  a  nationwide  protest  that  eventually  forced  implementation  of  Section 
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504  of  the  Rehabilitation  Act  of  1973,  often  called  the  Bill  of  Rights 
for  Americans  with  Disabilities.   Many  participants  trace  their 
awareness  of  disability  as  a  civil  rights  issue  and  their  sense  of 
membership  in  a  disability  community  to  the  1977  sit-in. 

By  the  1980s,  a  number  of  other  important  organizations  had 
evolved  from  the  Berkeley  experience:  the  Disability  Rights  Education 
and  Defense  Fund  (DREDF),  the  World  Institute  on  Disability  (WID) , 
Computer  Training  Program  (later,  the  Computer  Technologies  Program 
[CTP]),  the  Bay  Area  Outreach  Recreation  Program  (BORP) ,  and  others. 
All  of  these  organizations  shared  the  original  philosophy  of  the 
Berkeley  movement.   Their  example  and  their  leaders  have  had  national 
and  even  international  impact  on  the  quality  of  life  and  civil  rights  of 
persons  with  disabilities. 


Genesis  of  the  Project 

The  idea  for  a  project  to  document  these  historic  events 
germinated  for  nearly  fifteen  years  before  funding  was  secured  to  make 
possible  the  current  effort.   In  1982,  Susan  O'Hara,  then  director  of 
the  Disabled  Students'  Residence  Program  at  the  University  of 
California,  Berkeley,  contacted  Willa  Baum,  director  of  the  Regional 
Oral  History  Office  (ROHO)  of  The  Bancroft  Library,  suggesting  that  the 
genesis  of  the  Berkeley  movement  be  recorded  in  oral  histories  with 
participants  in  the  campus's  Cowell  Hospital  Residence  Program.   Mrs. 
Baum  and  Ms.  O'Hara  began  planning,  enlarged  the  project  scope,  gathered 
faculty  support,  and  initiated  the  search  for  funding.   Their  efforts 
produced  three  grant  applications,  the  final  one  in  cooperation  with 
Professor  Raymond  Lifchez  of  the  UC  College  of  Environmental  Design,  to 
the  National  Endowment  for  the  Humanities,  none  successful. 

ROHO  then  secured  funding  from  the  Prytanean  Society,  a  Berkeley 
campus  women's  service  group,  to  produce  oral  histories  with  Arleigh 
Williams  and  Betty  Neely,  both  campus  administrators  who  oversaw  the 
establishment  of  the  early  disabled  students'  programs.   Herb  Wiseman,  a 
former  staff  member  of  the  disabled  students'  program,  conducted  these 
two  interviews  in  1984-1985.   Later,  the  California  State  Archives  State 
Government  Oral  History  Project  funded  an  oral  history  with  Edward 
Roberts,  the  first  student  in  the  Cowell  program  and  later  the  director 
of  the  California  State  Department  of  Rehabilitation.   This  initial 
support  proved  essential;  all  three  individuals  were  to  die  before  the 
current  project  was  funded. 

By  1995,  as  the  historical  importance  of  the  events  in  Berkeley 
and  beyond  grew  increasingly  evident,  the  fragility  of  the  historical 
record  became  ever  more  apparent.   The  archival  records  of  key 
institutions  that  grew  out  of  the  movement  and  shaped  nationwide  events 
were  not  collected  and  preserved  in  a  publicly  accessible  library.  The 
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personal  papers  of  key  leaders  of  the  movement  were  scattered  in 
basements  and  attics.   Moreover,  the  urgency  of  preserving  the  memories 
of  participants  through  oral  history  interviews  was  underscored  by  the 
death  of  five  pioneer  disabled  activists  in  the  previous  several  years. 

When  Susan  O'Hara  and  Mary  Lou  Breslin  outlined  the  scope  of  the 
problem  to  The  Bancroft  Library,  the  then-curator  of  Bancroft 
Collections,  Bonnie  Hardwick,  joined  Willa  Baum  in  support  of  the  idea 
of  developing  a  comprehensive  disability  collection  at  Bancroft.   Baum, 
Hardwick,  and  Ann  Lage,  associate  director  of  ROHO,  worked  with  leaders 
of  the  disability  community  to  design  a  plan  for  an  archival  collection 
at  The  Bancroft  Library,  to  include  both  in-depth  oral  history 
interviews  and  written  and  photographic  records  of  major  organizations 
and  activists.   The  Disabled  Persons'  Independence  Movement  collection 
was  envisioned  as  "a  primary  historical  resource  of  national 
significance,  a  research  platform  for  future  scholars,  for  persons  with 
disabilities,  and  for  public  education."   The  National  Institute  on 
Disability  and  Rehabilitation  Research  generously  funded  the  three-year 
project  in  1996. 


Project  Staff  and  Advisors 

The  collaborative  nature  of  the  project  —  among  the  disability 
community,  academic  advisors,  oral  historians,  and  archivists—has 
strengthened  it  in  every  respect.   The  advisory  board  included  three 
Berkeley  professors:  Frederick  Collignon  of  the  Department  of  City  and 
Regional  Planning,  who  has  worked  on  disability  issues  since  1970; 
Raymond  Lifchez,  Department  of  Architecture,  who  has  conducted  research 
on  environmental  design  for  independent  living  since  1972;  and  William 
K.  Muir,  Department  of  Political  Science,  who  has  chaired  campus 
committees  on  disability  issues,  and  is  a  scholar  of  U.S.  and  state 
government  and  public  policy.   Paul  Longmore,  professor  of  history  from 
San  Francisco  State  University  and  a  specialist  in  disability  history 
was  crucial  in  defining  themes  and  topics  to  explore  in  oral  history 
interviews.   Mary  Lou  Breslin,  president  and  co-founder  of  the 
Disability  Rights  Education  and  Defense  Fund,  represented  the 
perspective  of  the  organizations  to  be  documented  as  well  as  her 
personal  experiences  as  an  activist  for  disability  rights. 

Knowing  that  oral  history  is  most  often  successfully  carried  out 
by  persons  who  combine  a  compelling  personal  interest  in  the  project 
with  an  ability  to  bring  a  historical  perspective  to  their  task,  the 
Regional  Oral  History  Office  turned  to  the  Bay  Area  disability  community 
itself  to  staff  the  project's  team  of  interviewers.   Susan  O'Hara  became 
the  historical  consultant  for  the  project  and  conducted  a  number  of 
interviews  as  well  as  informing  all  of  the  project  activities.   All  of 
the  project  interviewers  had  personal  experience  with  disability.   A 
majority  had  significant  disabilities,  several  had  participated  in  or 


observed  the  historical  events  to  be  documented  and  knew  many  of  the  key 
players  and  organizations.   Interviewers  included  Sharon  Bonney,  former 
director  of  the  Disabled  Students'  Program  at  UC  Berkeley  and  former 
assistant  director  of  the  World  Institute  on  Disability;  Mary  Lou 
Breslin,  who  crossed  over  from  the  advisory  board;  Kathy  Cowan, 
librarian  for  a  public-interest  nonprofit  organization;  Denise  Sherer 
Jacobson,  a  writer  and  educator  on  disability  issues;  David  Landes,  a 
college  instructor  of  economics  and  coordinator  of  student  affairs  for 
the  Computer  Technologies  Program. 

Joining  the  team  to  interview  narrators  in  Washington,  D.C,  was 
Jonathan  Young,  a  Ph.D.  candidate  in  American  history  at  the  University 
of  North  Carolina  who  had  conducted  oral  histories  on  the  history  of  the 
Americans  with  Disabilities  Act.  When  Mr.  Young  resigned  to  accept  a 
White  House  appointment,  Susan  Brown,  long  familiar  with  disability 
issues  and  other  civil  rights /social  movements,  became  the  project's 
Washington  connection.   Ann  Lage  coordinated  the  interviewing  team  for 
the  Regional  Oral  History  Office,  and  the  office's  regular  staff, 
coordinated  by  production  manager  Shannon  Page,  provided  transcription 
and  other  clerical  support. 

Bancroft  Library  project  personnel  included  Bonnie  Hardwick, 
curator;  Lauren  Lassleben,  supervising  archivist;  and  Jane  Bassett,  the 
project  archivist  whose  job  it  was  to  contact  the  disability 
organizations,  project  interviewees,  and  other  activists  and  survey 
their  records  to  identify  historical  material.   Once  records  and 
personal  papers  were  donated  to  the  Library—more  than  300  linear  feet 
before  the  project's  conclusion—it  was  Jane  and  her  student  assistant, 
Amber  Smock,  who  preserved,  organized,  and  made  the  papers  accessible  to 
scholars  with  detailed  finding  aids.   The  archival  and  oral  history 
projects,  though  separately  administered,  were  in  close  cooperation, 
with  the  interviewing  team  providing  contacts  with  the  disability 
community  and  leads  on  papers  to  collect  and  the  archivists  assisting 
interviewers  in  their  research  in  the  growing  collection  of  written 
records. 


Interviewees  and  Themes 

An  overarching  question  for  the  project  was  to  explore  and 
document  how  this  social  movement  developed  in  time,  place,  and  context: 
how  the  movement  in  Berkeley  was  built,  how  it  became  effective,  how 
individual  life  experiences  contributed  to  and  were  changed  by  the 
movement.   Lines  of  inquiry  included  identity  issues  and  personal  life 
experiences;  social/economic/political  backgrounds  of  individual 
activists;  the  roles  of  women  and  minorities  in  the  movement; 
development  of  leadership;  institution  building  and  management; 
development  of  a  disability  community  group  identity;  media,  mythology, 
public  image  and  the  political  process;  impact  of  technology;  the  range 
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of  efforts  to  influence  disability  law  and  policy  and  to  embed 
disability  rights  into  the  canon  of  civil  rights. 

Interviewees  (narrators)  were  selected  for  one  of  several  reasons: 
the  individual  was  a  founder  or  recognized  leader  of  one  of  the  key 
institutions,  made  a  unique  contribution  to  the  movement,  was  a 
particularly  keen  observer  and  articulate  reporter,  or  was  a  sustainer 
of  the  movement  who  provided  a  unique  perspective.   We  attempted  to 
choose  narrators  who  had  a  range  of  disabilities  and  to  interview 
nondisabled  persons  who  contributed  significantly  to  events  or 
institutions. 

Interviewees  fell  primarily  into  two  categories:  either  they  were 
involved  in  the  residence  program  of  Cowell  Hospital  on  the  Berkeley 
campus  in  the  sixties  or  they  participated  in  the  building  of  early 
organizations  in  the  1970s. 


Group  One--UC  Berkeley's  Cowell  Hospital  Residence  Program 

A  wing  on  the  third  floor  of  Cowell  Hospital  was  the  site  of  the 
first  housing  for  students  with  significant  disabilities  on  the  Berkeley 
campus.   This  cluster  became  a  breeding  ground  for  the  Berkeley  phase  of 
the  independent  living  movement.   About  a  dozen  students- -mostly  men, 
mostly  white,  mainly  in  their  twenties,  with  more  and  more  autonomy 
within  their  grasp--spent  several  years  in  this  benign  but  nonetheless 
isolated  hospital  residence,  in  the  middle  of  a  campus  exploding  with 
student  protest  movements.   Six  of  these  students  were  interviewed, 
including  Ed  Roberts,  who  narrated  several  hours  of  1960s  memories 
before  he  died  with  the  oral  history  still  in  process.   The  former 
students  all  refer  to  their  sense  of  community,  intense  camaraderie,  the 
thrill  of  independence,  an  atmosphere  of  an-idea-a-minute,  and  the 
politics  of  their  involvement. 

Also  included  in  this  first  group  were  certain  early  university 
and  State  Department  of  Rehabilitation  of f icials--the  hospital  director, 
the  nurse/coordinator,  counselors—who  might  be  called  traditional 
gatekeepers  but  nonetheless  allowed  the  unorthodox  residence  program  to 
happen  and  in  some  cases  encouraged  it. 

The  majority  of  the  narrators  in  the  first  group  stayed  involved 
in  disability-related  activities  for  many  more  years.   Their  recorded 
histories  include  these  later  activities,  overlapping  with  the  events 
documented  in  the  second  group  of  narrators. 
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Group  Two- -Builders  of  the  Movement 

The  second  group  of  interviewees  are  primarily  founders  and 
leaders  who  participated  in  the  expansive  phase  which  began  in  1970  with 
the  start  of  the  Physically  Disabled  Students'  Program  (PDSP)  at  the 
university,  followed  by  the  founding  of  the  Center  for  Independent 
Living  (CIL)  in  1972.   These  interviews  reveal  the  grassroots  politics, 
high  energy,  occasional  chaos,  unstinting  belief  in  "the  cause",  seat- 
of-the-pants  management,  funding  sources  and  crises,  successes  and 
failures  of  individuals  and  organizations.   In  the  next  few  years  a 
whole  constellation  of  organizations  evolved  to  sustain  the  independent 
living  movement,  including  DREDF,  CTP,  KIDS,  BORP,  WID,  Center  for 
Accessible  Technology  (CAT),  and  Through  the  Looking  Glass.   This  group 
of  interviewees  provide  insight  into  the  politics,  leadership,  and 
organization-building  of  both  their  own  organizations  and  CIL. 

Many  key  interviewees  in  this  group  are  still  in  leadership 
positions  and  have  had  national  and  international  impact  on  disability 
policy  development.   Also  included  in  this  second  group  are  persons  who 
were  not  in  the  top  ranks  of  leadership  but  who  were  keen  observers  of 
the  scene,  could  augment  the  basic  history,  and  offer  further  points  of 
view. 


Oral  History  Process 

All  of  the  project  interviewers  received  formal  and  informal 
training  in  archival  oral  history  procedures  and  met  monthly  as  a  group 
to  plan  and  evaluate  interviews  and  review  progress.   Interviewers 
prepared  a  preliminary  outline  before  each  interview  session,  based  on 
background  research  in  relevant  papers,  consultation  with  the 
interviewee's  colleagues,  and  mutual  planning  with  the  interviewee.   In- 
depth  tape-recorded  interview  session  were  from  one  to  two  hours  in 
length;  interviewees  required  from  one  to  fifteen  sessions  to  complete 
their  oral  histories,  depending  on  the  length  and  complexity  of  their 
involvement  in  the  movement. 

Tapes  were  transcribed  verbatim  and  lightly  edited  for  accuracy  of 
transcription  and  clarity.   During  their  review  of  the  transcripts, 
interviewees  were  asked  to  clarify  unclear  passages  and  give  additional 
information  when  needed.   The  final  stage  added  subject  headings,  a 
table  of  contents,  and  an  index.   Shorter  transcripts  were  bound  with 
related  interviews  into  volumes;  longer  transcripts  constitute 
individual  memoirs . 

More  than  forty  oral  histories  are  included  in  this  first  phase  of 
the  Disabled  Persons'  Independent  Movement  project.   Volumes  can  be  read 
in  the  Bancroft  Library  and  at  the  University  of  California,  Los 
Angeles,  Department  of  Special  Collections.   They  are  made  available  to 
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other  libraries  and  to  individuals  for  cost  of  printing  and  binding. 
Many  of  the  oral  histories  are  accompanied  by  a  videotaped  interview 
session  to  document  visual  elements  of  the  interview  and  the  setting  in 
which  the  interviewee  lives  or  works.   Video  and  audiotapes  are 
available  at  The  Bancroft  Library.   If  funding  for  a  second  phase  of  the 
project  is  secured,  many  of  the  oral  history  transcripts  as  well  as  a 
representative  collection  of  documents  and  photographs  will  be  available 
on  the  Internet  as  part  of  the  Online  Archive  of  California. 

The  Regional  Oral  History  Office  was  established  in  1954  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   The  office  is  under  the  direction 
of  Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
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INTERVIEW  HISTORY  by  David  Landes 


Susan  O'Hara  was  interviewed  because  of  her  twenty-five  years  of 
activism  and  leadership  within  the  disabled  community  of  Berkeley  and 
the  University  of  California  as  a  student,  staff  member,  historian,  and 
keen  observer. 

Ms.  O'Hara  became  disabled  after  contracting  polio  in  1955  at  age 
seventeen.   She  subsequently  lived  at  home  with  her  parents  in  Illinois 
while  completing  high  school  and  college  and  teaching  high  school 
history  for  ten  years.   After  a  summer  as  a  student  at  UC  Berkeley  and 
resident  of  the  Cowell  Residence  Program  in  1971,  she  became  an  ardent 
convert  to  the  concept  of  independent  living.   She  moved  to  Berkeley  in 
1972,  taught  in  an  Oakland  high  school  for  three  years,  and  in  1975 
became  the  coordinator  of  the  Physically  Disabled  Students'  Residence 
Program.   She  provided  the  leadership  as  the  Residence  Program  made  the 
transition  from  Cowell  Hospital  to  the  university  residence  halls.   In 
1988  she  became  the  director  of  the  Disabled  Students'  Program  (renamed 
in  1982).   After  her  retirement  in  1992,  she  was  instrumental  in  the 
launching  of  this  oral  history  project  which  documents  the  history  of 
the  independent  living  and  disability  rights  movement  in  the  Bay  Area. 

Trained  as  an  historian,  Ms.  O'Hara  provides  valuable  insights 
into  the  Disabled  Students'  Program  and  its  effort  to  enable  severely 
disabled  students  to  make  the  transition  from  home  and  institution  to 
the  student  dorms.   Because  of  her  personal  history  as  a  disabled 
person,  she  is  an  astute  observer  of  the  unfolding  of  the  independent 
living  and  disability  rights  movement  and  its  impact  on  the  thinking  of 
people  with  disabilities.   This  personal  history  mirrors  that  of  many 
others  during  the  seminal  years  of  the  movement  and  reflects  her  growing 
understanding  of  disability  rights  as  a  civil  rights  issue. 

These  interviews  were  conducted  in  Ms.  O'Hara's  home  in  Berkeley 
in  four  sessions  during  the  summer  and  fall  of  1997.   The  transcripts 
were  lightly  edited  by  Sharon  Bonney  and  David  Landes  and  reviewed  by 
Ms.  O'Hara.   A  one-hour  video  interview  with  Susan  O'Hara,  conducted  on 
October  23,  1997,  is  available  for  viewing  from  The  Bancroft  Library. 
The  Bancroft  Library's  Disabled  Persons'  Independence  Movement 
collection  also  includes  Susan  O'Hara's  personal  papers  and  the  records 
of  the  UC  Berkeley  Disabled  Students'  Program. 

The  Regional  Oral  History  Office  was  established  in  1954  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   Copies  of  all  interviews  are 
available  for  research  use  in  The  Bancroft  Library  and  in  the  UCLA 
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Department  of  Special  Collections.   The  office  is  under  the  direction  of 
Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley. 


David  Landes 
Interviewer /Editor 


July  1999 

Regional  Oral  History  Office 

The  Bancroft  Library 

University  of  California,  Berkeley 
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INTERVIEW  WITH  SUSAN  O'HARA 


I   EARLY  YEARS  IN  ILLINOIS,  1938-1972,  AND  MOVE  TO  CALIFORNIA 
[Interview  1:  July  2,  1997]  ff1 

Family  and  Education 


Landes:   Susan,  let's  begin  by  having  you  talk  a  little  bit  about  your 
childhood,  who  your  parents  were. 

O'Hara:   I  was  born  May  11,  1938,  to  Joseph  and  Elfreda  O'Hara.   I  was 

actually  born  in  Chicago,  and  lived  in  suburbs  of  Chicago  until  I 
moved  to  Berkeley  in  my  early  thirties.   I  had  four  younger 
siblings,  my  brother  Edward  and  three  sisters,  Peg,  Liz,  and 
Kathy.   We  were  —  and  still  are--a  very  close  family  and  very 
stable—economically  stable  and  emotionally  stable.   Very  middle 
class,  with  the  Irish  sense  of  humor.   And,  I  think,  a  lot  of 
common  sense- -that  was  a  very  high  value  in  our  family. 

Landes:   Can  you  give  me  an  example  of  what  you  mean  when  you  say  that  a 
high  value  was  placed  on  good  common  sense?   How  did  it  play  out 
in  your  lives? 

O'Hara:   I  think  there  was  a  lack  of  pompousness  in  our  dealings --when  you 
have  a  sense  of  humor  you  almost  have  to  have  common  sense 
[laughs] . 

Landes:   So  that  it  doesn't  get  too  far  out  of  hand? 

O'Hara:   Right.   I  just  mean  that  we  had  a  practical  way  of  looking  at 

things.   If  something  needed  to  be  done,  you  didn't  spend  a  long 
time  discussing  it.   You  just  went  ahead  and  did  it  in  a 
straightforward  way.   That  has  meant  a  lot  to  me,  and  I've  pretty 
much  lived  my  life  that  way  too. 


'#//  This  symbol  indicates  that  a  tape  or  tape  segment  has  begun  or 
ended.   A  guide  to  the  tapes  follows  the  transcript. 


Landes:   What  kind  of  work  did  your  father  do? 

O'Hara:   He  was  a  mechanical  engineer  in  metallurgy.   He  was  a  specialist 
in  non-destructive  testing. 

Landes:   For  whom  did  he  work? 

O'Hara:   He  worked  for  a  company  which  was  absorbed  by  a  larger 

conglomerate.   It  was  originally  Taylor  Forge  and  Pipe  Works,  in 
Cicero,  Illinois. 

Landes:   Did  your  mother  work  outside  the  house? 
O'Hara:   No. 

Landes:   So  she  spent  a  major  portion  of  her  time  raising  you  kids  in  the 
home. 

O'Hara:   Yes.   She  was  a  person  who  was  very  active  in  church  work,  also. 
She  participated  in  whatever  committees  there  were,  and  after 
World  War  II  sent  many,  many  packages  over  to  Germany.   She's  an 
extremely  generous  person. 

Landes:   And  what  church  was  that? 

O'Hara:   St.  Francis  Xavier  Church.   A  Catholic  church  close  to  our  home. 
Church  was  very  big  in  our  lives., 

Landes:   Was  it  big  in  your  life? 
O'Hara:   Yes. 

Landes:   Tell  me  something  about  what  you  remember  early  on  about  your 
experience  in  the  church. 

O'Hara:   I  went  to  Catholic  schools  all  through  my  education.   It  was  just 
the  accepted  thing  to  do.   When  I  grew  up  I  remember  thinking 
there  were  the  Catholic  kids  and  then  the  other  kids  who  went  to 
public  schools,  so  I  thought  they  were  the  Publics  [laughter].   We 
certainly  learned  the  catechism  by  rote.   You  did  a  lot  of 
memorizing  as  a  Catholic  student.   You  weren't  particularly 
encouraged  to  be  creative  in  your  thinking,  but  it  was  a  good 
solid  education.   We  certainly  learned  how  to  diagram  sentences, 
and  I  came  out  of  grade  school  with  a  good  set  of  grammar  rules. 

Then  I  attended  an  all-girls  Catholic  high  school.   Both  of 
these  schools  were  within  walking  distance  of  my  home,  and  I  think 
that's  why  my  parents  chose  that  house. 


Landes:   How  big  was  this  town? 

O'Hara:   LaGrange  Park  was  a  town  of  20,000  people,  fifteen  miles  west  of 

Chicago.   Middle  class,  older  homes,  well-kept  yards.   A  very  nice 
place  to  raise  kids--to  be  raised. 

Landes:   Were  most  of  the  families  in  your  town  similarly  situated  as  your 
family? 

O'Hara:   Yes.   Very  similar.   There  was  the  older-home  section,  and  then  as 
I  grew  up,  around  the  edges  there  were  newer  homes  built.   I  think 
they  were  a  little  less  expensive- -not  that  our  house  was 
expensive  to  start  with.   I  think  my  parents  paid  $10,000  in  1944 
for  their  ten-room  house.  Around  the  edges  of  the  town  another 
section  built  up.   There  was  another  section,  which  later  on  I 
thought  about,  that  was  a  less  affluent  section,  where  black 
people  lived.   Thinking  back  on  that,  I'm  amazed  that  I  never  gave 
a  thought  that  that  was  anything  but  just  normal:  there  was  a 
place  for  the  white  people  and  a  place  for  the  black  people.   It 
didn't  seem  wrong  to  me;  it  seemed  like  that  was  the  way  it  was. 
Thinking  back,  I  find  it  amazing  and  instructive  that  I  never 
questioned  that  racist  situation. 

Landes:   Did  any  of  them  go  to  your  Catholic  school? 
O'Hara:   A  few.   Very,  very  few,  but  there  were  a  few. 

Landes:   Do  you  have  a  sense  of  what  their  families  did?   Did  they  work  in 
the  town? 

O'Hara:   The  African-American  families? 
Landes:   Yes. 

O'Hara:   I  knew  very  little  about  them.   I  had  very,  very  little  contact 

with  the  kids  in  those  families.   I  don't  remember  that  there  were 
any  African-American  kids  in  my  class  in  grade  school.   And  I 
didn't  know  much  about  them,  no. 

Landes:   Was  your  family  at  all  involved  in  politics? 
O'Hara:   No.   In  fact,  I  think  they  assiduously  avoided  it. 

Landes:   You  became  disabled  when  you  were  seventeen  years  old.   As  you 

were  growing  up,  prior  to  age  seventeen,  do  you  have  any  memories 
of  disabled  people  in  your  town  or  within  your  extended  family? 


O'Hara:   I  have  thought  about  that,  in  retrospect,  also.   Amazingly,  I  had 
very  little  experience  with  people  with  disabilities.   I  think 
part  of  it  may  have  been  that  I  may  have  instinctively  avoided 
people  with  disabilities.   There  was  one  girl  that  I  very  vaguely 
remember  from  my  grade  school  who  had  a  limp.   I  remember  thinking 
that  that  made  her  strange.   I  regret  that  I  have  to  say  that 
about  myself,  but  I  fell  for  some  stereotype.   I  don't  know 
exactly  where  I  picked  that  up.   1  certainly  didn't  pick  it  up 
from  anything  conscious  in  my  family;  I  think  American  society 
tends  to  promote  that  in  literature  like  Tiny  Tim,  where  we  have 
our  saintly  little  disabled  boy,  or  Captain  Hook,  or  Richard  the 
Third.   There's  evil  or  some  kind  of  lack  of  normalcy  attached  to 
disability  in  so  much  of  our  cultural  background. 

Landes:   Or  helplessness. 
O'Hara:   Yes,  exactly. 

Landes:   Is  there  anything  else  you'd  like  to  say  about  your  childhood 

prior  to  the  time  that  you  became  disabled?  Your  time  in  Catholic 
school?   Summers?  Anything  noteworthy? 

O'Hara:   I  think  it  was  a  classic,  white,  middle-class  upbringing  in  the 
fifties.   It  was  a  pretty  happy  time.   I  had  summer  jobs  in  high 
school;  I  was  a  counselor  at  a  camp. 

Landes:   What  kind  of  camp? 

O'Hara:   It  was  a  kids'  camp  run  by  the  Catholic  nuns  in  town,  and  I  just 
worked  for  the  nuns.   I  took  part  in  a  lot  of  things  in  high 
school.   I  was  the  editor  of  the  high  school  newspaper  and  loved 
certain  sports  like  volleyball.   I'm  sure  that  I  was  not  very  good 
at  it,  but  I  enjoyed  it. 


Onset  of  Polio,  1955 


Landes:   How  is  it  that  you  became  disabled? 
O'Hara:   I  had  polio  in  September  of  1955. 
Landes:   What  do  you  remember  about  that? 

O'Hara:  I  remember  getting  weaker  and  weaker  at  home,  and  I  could  see  the 
look  on  my  mother's  face.  My  mother  was  very  definitely  worried, 
I  think,  about  polio.  When  she  was  clear  that  it  wasn't  the  flu, 


I  did  go  to  the  doctor  and  had  a  spinal  tap,  and  I  overheard  him 
telling  my  parents  that  I  had  polio  and  who  should  tell  me.   So  I 
already  knew  by  the  time  they  came  back  in  the  room  and  told  me 
that's  what  I  had. 

Landes:   So  you  got  sick  with  a  fever  at  home? 
O'Hara:   Yes. 

Landes:   So  at  first  it  might  have  been  the  flu,  but  it  lasted  and  worried 
your  mother? 

O'Hara:   Right.   I  think  all  mothers  were  alert  to  polio  in  those  days, 

because  it  was  so  common.   This  was  in  '55,  and  polio  really  died 
out  at  the  end  of  '56  after  the  vaccines  had  fully  kicked  in. 

Landes:   So  what  do  you  remember  other  than  overhearing  the  fact  that  the 
doctor  tells  your  parents  that  you  have  polio?  Do  you  remember 
being  in  the  hospital? 

O'Hara:   Oh,  sure.   I  was  transferred  from  one  hospital  to  another 

immediately,  because  the  Hinsdale  Hospital  had  a  better  polio 
ward.   I  was  able  to  get  into  bed  that  night,  and  that  was  the 
last  time  I  walked. 

Landes:   You  climbed  into  bed  that  night  in  Hinsdale  Hospital? 

O'Hara:   Yes.   I  had  a  pretty  high  fever,  so  I  wasn't  exactly  very  lively 
at  that  point.   After  the  fever  went  down,  for  a  while  I  thought, 
"Well,  this  will  pass,  and  I'll  get  out  of  this  bed,  and  I'll 
continue  on  my  merry  way."   However,  it  dawned  on  me  not  very  far 
into  the  five  months  that  I  was  in  the  hospital  that  I  may  not 
walk  again.   I  said  this  to  my  Jewish  doctor—whose  name  I  don't 
even  remember- -he  was  the  only  one,  really,  who  said  to  me,  "Yes, 
you  might  be  right."   Everybody  else  was  "There,  there "-ing  me  and 
saying,  "Oh,  yes,  of  course  you'll  walk  again."   The  doctor  said  I 
might  not.   He  gave  me  a  prayer  which  I've  seen  many  times  since, 
but  I  hadn't  known  it  at  the  time.   I  thought  it  was  really 
something  to  live  by,  and  I  have  attempted  to  live  my  life  by 
that.   The  "serenity  prayer,"  I  think  it's  called.   "Give  me  the 
serenity  to  accept  what  I  cannot  change,  give  me  the  courage  to 
change  what  I  can,  and  give  me  the  wisdom  to  know  the  difference." 
That  was  very  sustaining  to  me. 

Landes:   It  sounds  as  though  your  reaction  was  built  out  of  this  common 

sense  that  you  say  was  so  important  within  your  family,  that  you 
seemed  to  understand  what  was  going  on. 


O'Hara:   Yes,  but  it  wasn't  all  that  smooth, 
time. 


It  was  a  pretty  emotional 


Landes ; 
O'Hara: 


Landes: 
O'Hara: 


Landes ; 
O'Hara: 

Landes : 
O'Hara; 


Tell  me  more  about  that. 

I  would  say  that  for  a  couple  of  weeks  I  really  didn't  like  this 
new  information.   It  didn't  take  too  long  to  get  used  to  the  idea, 
at  least  on  a  practical  level.  At  the  time  I  was  completely 
paralyzed  from  the  neck  down. 

You  couldn't  move  your  arms? 

No.   So  I  have  recovered  some.   Not  enough  to  walk,  but  enough  to 
use  the  computer  and  brush  my  teeth  and  things  like  that.   I 
settled  into  a  pretty  happy  routine  of  therapy  at  the  hospital, 
and  I  really  liked  the  hospital  very  much.   I  got  home  on  weekend 
passes  after  a  few  months.   I  have  to  say  that  it  was  probably  a 
year  of  being  pretty  darn  cranky  before  I  got  used  to  using  a 
wheelchair  and  started  this  whole  new  way  of  life. 


What  else  do  you  remember  about  the  hospital  stay? 
occupational  therapy? 


Did  you  have 


Not  occupational  therapy.   I  avoided  that,  and  you  had  a  choice. 
I  always  thought  it  meant  making  wallets  or  moccasins  or 
something,  and  I  didn't-- 

Or  brooms  [laughs]. 

Yes.   I  didn't  want  any  part  of  that.   But  I  did  have  physical 
therapy  with  the  old  hot  pack  method,  and  the  stretching,  and  it 
was  pretty  painful.   We  used  the  standing  board,  and  I  did  walk 
with  braces.   I  practiced  walking  with  therapists  and  braces  and  I 
had  to  wear  a  helmet  and  a  corset  and  have  my  hands  tied  to 
crutches.   This  went  on  well  after  I  went  home,  this  kind  of 
practice  walking.   Walking  was  a  very  high  value,  and  it  is:  it's 
a  great  skill  [chuckle].  After  about  three  years—by  then  I  was 
back  in  school,  I  stopped  going  even  to  outpatient  therapy.   I 
made  a  conscious  decision  that  I  was  not  going  to  attempt  to  walk. 
It  was  dangerous  to  walk  with  all  that  stuff  tied  to  me,  and  if 
anybody  even  looked  at  me  funny  I  would  tip  over  and  I  could  break 
many  bones.   So  against  some  of  my  parents'  friends'  wishes  who 
made  themselves  quite  clear,  I  decided  that  that  wasn't  going  to 
be  something  I  was  going  to  do.   I  didn't  have  to  look  on  it  as 
giving  up;  I  was  just  going  to  be  mobile  in  a  different  way. 


Landes:   What  did  your  parents'  friends  tell  you? 


O'Hara: 

Landes : 
O'Hara: 

Landes : 
O'Hara: 


Landes : 


O'Hara: 


Landes : 
O'Hara: 


Landes : 
O'Hara: 


If  I  didn't  keep  trying,  even  after  three  years,  this  would  be 
giving  up. 

What  did  your  parents  tell  you? 

My  parents  remained  fairly  silent  on  it.   They  let  me  make  the 
decision. 


What  do  you  remember  about  your  parents' 
polio? 


reaction  to  your  getting 


As  far  as  their  emotional  reaction,  I  don't  know.   We  weren't 
given  to  carrying  on  much  in  our  family.   But  they  were  extremely 
adaptable  to  it.   Their  way  of  operating  is  to  do  whatever  it 
takes.   So  they  built  a  sixty-five-foot  ramp  onto  our  old  house, 
and  bought  a  car  that  would  be  more  amenable  to  a  wheelchair 
folded  up  so  that  I  could  be  transported.   They  converted  the 
dining  room  into  a  bedroom  and  got  a  hospital  bed  for  it.   They 
hired  a  housekeeper  so  that  my  mother  would  be  free  to  do  my 
personal  care.   Their  reaction  was  to  do  practical  things  to  make 
it  possible  for  me  to  live,  and  for  them  too. 

How  do  you  feel  about  the  way  that  your  parents  reacted  to  your 
getting  polio? 

That  way  of  dealing  with  things  is  such  a  part  of  our  family  that 
I  think  I  would  have  expected  them  to  do  it,  and  I  think  I 
inherited  that  kind  of  value.   We're  not  too  big  on  the  emoting 
end  of  things,  but  we  sort  of  show  our  affection  for  each  other  by 
doing  whatever  it  takes.   I  feel  fine  about  it. 

How  did  your  siblings  react? 

You  know,  I  wasn't  home  for  five  months.   I  was  in  the  hospital 
for  five  months,  and  most  of  that  time  I  was  certainly  focused  on 
myself.   They  couldn't  come  to  see  me  for  a  while.   I  do  remember 
that  my  mother  was  concerned  about  my  youngest  sister  who  was,  I 
think,  four  at  the  time,  because  of  the  fact  that  my  mother  was 
really,  by  necessity,  giving  me  so  much  attention  that  the  four- 
year-old  felt  like  she  suffered  a  little  bit.   In  retrospect,  I 
don't  think  any  major  damage  was  done,  but  I  remember  my  mother 
thinking  maybe  that's  why  Kathleen  was  such  a  terror  in  grade 
school  [chuckles]. 

Once  you  came  home,  how  did  your  siblings  react? 

I  don't  remember  any  specifics,  actually,  but  over  the  years  as  we 
all  grew  up,  it  was  just-- 


Landes:   They  were  very  supportive  of  you? 

O'Hara:   Very  supportive,  very  helpful.   Treated  me  like  one  of  the  family. 
My  disability,  while  we  always  did  what  was  required  to  do  to 
handle  a  problem—getting  in  or  out  of  something  or  personal  care 
or  whatever- -in  my  mind  it  wasn't  the  focus  of  the  family.   We  had 
a  lot  of  other  things  that  we  were  very  interested  in,  to  the 
point  where  I  think  basically  the  family,  in  a  certain  sense, 
forgot  that  I  was  disabled — in  a  good  sense.   For  example,  I  can 
remember  very  distinctly  that  one  time  we  were  all  sitting  around 
the  table,  it  was  dinner  time,  and  my  sister  passed  me  a  bowl  of 
something.   This  was  years  after  I  had  had  polio.   And  I  couldn't 
grab  it--as  I  hadn't  been  able  to  since  I  had  polio.   I  said, 
"Peg!"   She  said,  "Oh,  my  gosh,  I  forgot!"  That  was  a  good 
illustration  of  the  whole  attitude  toward  my  disability.   It  just 
got  incorporated  into  the  family,  and  we  went  on. 

Landes:   You  were  seventeen  when  you  got  polio,  and  then  you  spent  five 
months  in  the  hospital.   Where  were  you  in  school? 

O'Hara:  Starting  my  senior  year  in  high  school. 

Landes:  So  it  happened  just  before  your  senior  year  in  high  school. 

O'Hara:  Yes. 

Landes:  When  did  you  return  to  high  school? 

O'Hara:   I  never  did.   I  had  a  radio  hookup  from  home,  which  was  a  big 

technological  breakthrough  in  those  days.   I  think  other  people 
had  it,  but  it  was  a  little  system  that  the  telephone  company 
rigged  up  in  two  or  three  classrooms.   It  was  more  or  less 
satisfactory,  but  I  think  the  teachers  let  me  slide  by.   I  had  a 
good  record,  and  I  think  my  senior  year  was  not  very  academic, 
let's  put  it  that  way. 

Landes:   You  stayed  home  that  entire  year? 

O'Hara:   Yes.   I  would  go  back  to  the  high  school  for  activities 
occasionally,  but  I  never  did  go  back  to  class,  no. 

Landes:  What  time  of  year  did  you  get  polio? 

O'Hara:  September. 

Landes:  So  you  were  in  the  hospital  until  when? 

O'Hara:  February. 


Landes:   Were  you  taking  your  classes  during  the  time  that  you  were  in  the 
hospital? 

O'Hara:   No.   I  didn't  do  anything.   Occasionally  some  teacher  would  come 
to  the  hospital,  and  there  would  be  some  sort  of  charade  about 
having  a  little  class,  a  little  tutoring  there,  but  it  was  always 
just  a  little  conversation.   It  was  truly  nothing. 

Landes:   Did  you  graduate  on  time  with  your  class? 

O'Hara:   Yes.   As  I  said,  I  think  the  teachers  let  me  slide  by.   Yes,  I 
graduated. 

Landes:   Did  you  attend  your  graduation  ceremony? 

O'Hara:   Yes. 

Landes:   What  was  that  like? 

O'Hara:   I  was  pretty  new  to  the  public  world  and  my  new  mode  of  living  at 
that  point.   I  remember  there  was  a  wild  round  of  applause  when  I 
came  on  stage,  and  then  afterwards  I  realized  that  I  was  also  the 
last  graduate  in  the  line.   So  I  never  have  known  if  they  were 
applauding  for  me  or  for  the  class  [laughter]. 

Landes:   Did  you  feel  nervous  when  you  started  going  out  into  public? 

O'Hara:   Absolutely.   I  couldn't  get  over  how  people  stared  at  me.   I  was 
bowled  over.   I  remember  going  to  some  church  function  in  the 
church  basement,  and  my  father  or  my  brother  just  took  me  down  the 
stairs  in  my  chair,  and  everyone  was  looking  at  me.   So  I  felt 
compelled  to  smile  and  sort  of  do  the  Loretta  Young  number,  and  I 
did  that  for  many  years  until  I  got  tired  of  that  one  [chuckles]. 
1  ended  up  getting  the  classic  super-crip  overachiever  mentality, 
because  I  was  determined  that  if  people  were  going  to  stare  at  me 
and  I  was  going  to  be  the  star,  I  might  as  well  merit  it.   I'm  not 
sure  what's  all  behind  that,  but  it  had  its  effect. 

Landes:   In  your  case,  it  sounds  like  the  effect  was  to  make  you  work 
harder  to  live  up  to  whatever  image  you  thought-- 

O'Hara:  Yes.  I'm  not  sure  I  worked  harder,  but  I  always  chose  to  ignore 
any  disability-related  difficulties.  In  a  sense,  that  makes  you 
work  harder. 

Landes:   Were  you  embarrassed  to  be  disabled? 
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O'Hara:   I  don't  think  so.   I  was  surrounded  by  such  loving  family  and  so 
many  loving  friends,  and  I  was  so  accepted  and  so  much  a  part  of 
the  social  life  that  I  don't  think  it  ever  occurred  to  me  to  be 
embarrassed. 

Landes:   It  sounds  like  you  felt  very  accepted  within  your  church  and 
school? 

O'Hara:   Yes. 

Landes:   Because  of  who  you  and  your  family  had  been  prior  to  your  polio. 

O'Hara:   Right.   I  think  that  had  a  lot  to  do  with  it.   Also  because  I 

just--with  my  family  and  friends'  help—picked  up  where  I  left  off 
and  continued  and  started  in  college. 

Landes:   You  started  in  college  right  after  high  school? 
O'Hara:   Yes. 


College  Years,  1956-1962 


Landes: 
O'Hara: 

Landes: 
O'Hara: 


Landes : 
O'Hara: 

Landes : 
O'Hara: 


Where  did  you  go  to  college? 

Rosary  College—now  Dominican  University— in  River  Forest, 
Illinois . 

Was  that  close  to  where  you  grew  up? 

It  was  about  ten  miles,  and  I  went  by  car.   Sometimes  my  mother's 
friends  would  drive  me.   Sometimes  some  of  the  local  nuns  who  were 
also  going  to  school  at  that  time —some times  my  brother  would 
drive  me  and  pick  me  up. 

Did  you  ever  live  on  campus? 

It  never,  ever,  occurred  to  me  that  that  would  be  possible,  which 
is  ironic  because  I  eventually  became  a  facilitator  for  that  kind 
of  thing  at  Cal  [University  of  California  at  Berkeley]. 


What  was  it  like  going  to  college  as  a  disabled  person? 
the  only  person  that  was  visibly  disabled? 


Were  you 


No.   There  were  two  other  young  women  in  my  class  who  were 
wheelchair  users,  and  there  certainly  was  no  disabled  students 
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Landes : 
O'Hara: 

Landes : 
O'Hara: 
Landes : 


service  program.   There  was  nothing  like  that.   I  went  in  the  back 
door  because  it  was  the  only  accessible  entrance.   I  was  in  a 
pushchair,  so  I  usually  arranged  for  somebody  to  meet  me  at  the 
back  door.   I  would  find  a  classmate  that  would  be  willing  to  do 
that  every  day  and  then  take  me  circuitously  down  the  elevator  and 
through  the  halls  in  order  to  get  to  the  main  building. 

I  went  part  time.   I  think  it  was  probably  because  of 
inaccessible  bathrooms  and  no  personal  care  on  campus.   I  didn't 
have  a  way  of  using  the  facilities.   I  would  come  home  around  noon 
or  one  o'clock  every  day.   It  took  me  six  years  to  get  my 
bachelor's  instead  of  four  because  I  went  part  time. 

I  had  accommodations  for  exams.   Instead  of  written  exams, 
the  first  year  I  took  oral  exams  with  the  instructors  in  their 
office,  which  I  found  extremely  difficult  because  I  was  so 
nervous,  because  I  was  going  to  have  to  speak  to  these  people 
about  the  material.   In  the  end,  probably,  it  was  good  for  me. 

The  reason  for  that  was  that  you  couldn't  write? 

Right.  I  couldn't  write  at  all  that  first  year,  but  eventually  I 
did  learn  to  write,  and  I  think  the  second  year  on  I  took  written 
exams . 

What  were  you  majoring  in? 

I  majored  in  history  and  minored  in  French. 

Were  any  of  the  buildings  accessible  or  did  you  have  to  go  in  the 
back  door? 


O'Hara:   It  was  a  small  college,  so  there  weren't  too  many  buildings  at 

that  time.   I  think  there  maybe  were  two  or  three.   I  think  maybe 
two  of  them  were  accessible. 

Landes:   Were  you  friends  with  the  other  two  wheelchair  users? 

O'Hara:   Yes,  eventually.   I  think  they  didn't  enter  the  same  year  I  did. 

They  came  later.   I  was  there  six  years,  they  entered  a  little  bit 
later.   My  memory  is  that  I  wasn't  a  close  friend  at  that  point; 
toward  the  end  there  was  a  certain  amount  of  camaraderie. 

Landes:   Because  you  were  wheelchair  users? 

O'Hara:   I  don't  think  so,  particularly.   I  don't  remember  ever  seeing  that 
a  particularly  common  bond  at  that  time. 
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Landes:   So  you  didn't  really  see  that  you  had  common  needs  as  disabled 
people? 

O'Hara:   No,  I'm  sure  not.   After  we  graduated,  I  stayed  in  touch  with  one 
of  them,  and  we  did  talk  about  some  common  needs. 

II 

Landes:   Did  you  participate  in  extracurricular  activities? 

O'Hara:   Not  associated  with  the  college,  no.   I  was  just  there  for  the 

academics.   In  fact,  I  enjoyed  the  academic  part  of  college,  and  I 
really  didn't  have  any  long-term  associations  from  the  school  or 
in  the  extracurriculars.   What  I  did  do  while  I  was  in  college-- 
which  I  remember  because  it  was  such  a  horrendous  source  of 
controversy  between  my  mother  and  me--I  had  a  very  good  friend  who 
attended  St.  Catherine's  College  in  St.  Paul,  Minnesota,  and  she 
invited  me  to  come  up  for  a  weekend.   I  had  decided  that  I  wanted 
to  fly  up  there,  and  I  could  do  it.   She  would  have  some  of  her 
gentlemen  friends  get  me  off  the  plane,  and  there  were  no  such 
things  as  jetways  in  those  days.   I  wanted  to  do  it,  and  my  mother 
was  scared  to  death  for  me,  and  she  did  not  want  me  to  do  it. 

I  remember  it  was  a  very,  very  emotional  scene,  and 
eventually  my  mother  agreed,  because  she  knew  I  really  wanted  to 
go.   I  did  fly  up  there  by  myself,  and  the  fact  that  I  really  sort 
of  hung  on  to  the  idea  was  a  minor  turning  point  in  my  life.   And 
also  that  I  flew  up  there  by  myself—that  was  a  very  independent 
thing  to  do  in  those  days.   That  was  in  the  days  when  hardly 
anybody  in  a  wheelchair  was  doing  any  flying.   I  remember  United 
Airlines--!  think  it  was--couldn' t  do  enough  for  me.   They  put  me 
in  first-class,  and  they  gave  me  so  much  attention.   As  we  know, 
that  kind  of  service  doesn't  always  happen  now  that  all  of  us  are 
flying.   But  it  was  a  very  privileged  time  to  fly.   I  ended  up 
having  a  couple  of  remarkable  weekends  up  in  St.  Paul.   My  friend 
was  able  to  do  all  my  personal  care,  so  it  was  a  breakthrough  for 
me. 

Landes:   Was  your  mother  concerned  about  you  going  up  in  an  airplane 
because  of  fear  of  flying  or  because  you  were  disabled? 

O'Hara:   Because  I  was  disabled.   My  mother  also  doesn't  like  to  fly,  and 
that  may  have  had  something  to  do  with  it.   But  I  think  it  was 
because  she  was  just  afraid  that  this  would  be  more  than  I  could 
handle,  that  I  wouldn't  be  able  to  manage. 

Landes:   Was  that  the  first  time  that  you  were  away  from  home? 
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O'Hara:  After  polio? 

Landes:  Yes. 

O'Hara:  Yes. 

Landes:  So  that  was  a  major  event  for  her  also. 

O'Hara:  Oh,  yes.   It  was  only  a  weekend. 

Landes:  Yes,  but  you  hadn't  been  away  for  overnights. 

O'Hara:  Right.   She  had  been  my  sole  caregiver. 

Landes:  And  suddenly  you're  asking  her  to  relinquish  that  for  a  weekend. 

O'Hara:   Right.   I  don't  think  my  mother  really  depended  on  me  for  her- -oh, 
I  don't  know  [chuckles].   Whenever  there's  a  chance  to  give,  she 
feels  fulfilled,  so  I  don't  know  how  much--I  think  she  always 
finds  a  place  to  give. 

Landes:   Is  there  anything  else  about  your  college  years  that  you  want  to 
share? 

O'Hara:   No.   It  was  quite  an  unspectacular  period  of  time.   I  think  what's 
interesting  about  those  years  is—besides  not  having  a  disabled 
students  program—none  of  this  had  entered  my  consciousness  at 
all.   I  didn't  know  about  what  was  going  to  happen  in  the  future-- 
but  there  was  no  accessible  transit.   I  had  never  even  seen  an 
accessible  van,  for  example.   There  was  nothing  like  BART  [Bay 
Area  Rapid  Transit]  or  accessible  trains.   If  you  went  up  in  a 
plane  you  were  carried  up  the  stairs  or  you  went  up  on  a  forklift 
and  transferred  inside  the  door.   Buses  were  not  accessible. 
There  were  no  parking  spaces,  no  blue  curbs,  no  curb  ramps,  no 
large  enough  restrooms  in  restaurants  and  shopping  centers,  no 
computers --didn' t  even  know  the  word  [chuckles].   It's  simply 
amazing  to  me  that  in  the  span  of  forty  years  so  many  changes  have 
been  made. 

Landes:   Are  there  other  examples  from  that  era  that  you  can  think  of  about 
what  it  was  like  being  a  disabled  person?  And  a  newly  disabled 
person,  at  that. 

O'Hara:   Well,  the  other  big  thing  of  course  was  the  weather  in  the 

Midwest.   The  ice  and  the  snow  would  accumulate  on  the  ramp  and  in 
the  driveway  and  of  course  on  any  path  you're  trying  to  head  to. 
I  was  eventually  teaching  at  the  high  school  I  graduated  from,  and 
it  was  just  critical  that  everything  be  kept  clear.   My  parents 
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would  get  up  early  and  sweep  the  ramp  and  clear  the  ice  and  throw 
out  the  salt  so  that  the  ice  would  melt.   I'm  forever  in  their 
debt  for  that,  because  I  never  had  to  miss  anything  because  of 
weather.   They  always  made  it  possible. 

Were  Nazareth  Academy  [high  school]  and  Rosary  College  all-women 
institutions? 


O'Hara:   Yes. 

Landes:   Do  you  think  going  to  all-women's  institutions  had  any  impact  on 
your  development? 

O'Hara:   Yes.   I'm  not  so  sure  that  it's  entirely  good,  but  the  good  aspect 
of  it--and  especially  teaching  in  an  all-female  environment  as  I 
did,  it  seemed  like  there  were  plenty  of  opportunities  for  women 
in  a  women's  society,  so  to  speak.   If  there  was  an  opportunity  to 
do  something,  you  would  maybe  win  that  opportunity  on  its  merits 
and  I  was  certainly  never  put  down  by  a  man.   I  didn't  experience 
that  blatant  sexism  that  so  many  women  seem  to  have.   If  I  wanted 
to  try  to  achieve  something,  whether  I  did  or  didn't  had  nothing 
to  do  with  male  domination  or  anything  like  that.   So  I  never  have 
really  felt  that  as  a  major  problem  in  my  life;  I  certainly 
recognize  sexism  when  I  see  it,  but  I  don't  personally  feel  like 
I've  experienced  a  tremendous  amount  of  it. 

Landes:   It  sounds  like  it  afforded  you  an -opportunity  to  grow  in  a  very 
nurturing  environment. 

O'Hara:   I  think  so.   I  feel  like  I  had  a  lot  of  opportunities,  and  there 
was  a  certain  kind  of  competition,  but  not-- 

Landes:   But  you  weren't,  as  a  woman  per  se,  having  to  take  back  seats  to 
someone  else. 

O'Hara:   Right. 


High  School  Teacher,  1962-1972 


Landes:   You  mentioned  that  you  then  taught.   Did  you  teach  at  Nazareth 
Academy? 

O'Hara:   Yes.   After  I  graduated  from  Rosary. 
Landes:   And  when  did  you  graduate  from  college? 
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O'Hara:   In  1962. 

Landes:   So  you  graduated  from  high  school  in  1956,  and  then  six  years 
later  you  graduated  from  college. 

O'Hara:   Yes. 

Landes:   Did  you  immediately  start  teaching  at  Nazareth? 

O'Hara:   Yes.   Right  after  I  graduated  from  college  I  made  an  appointment 
with  the  principal  at  the  high  school  and  I  recall  not  having  a 
lot  of  confidence.   I  sort  of  hinted  that  I'd  be  interested.   I 
had  done  my  student  teaching  there,  a  six -week  period  during  my 
senior  year  under  a  very  good  and  well-respected  teacher.   So  I 
had  some  familiarity  with  it,  and  the  principal  had  certainly  seen 
me  for  those  six  weeks  there  and  knew  my  family.   Not  only  at  that 
interview  did  she  say  that  she  would  like  to  hire  me  for  the 
coming  September,  but  suggested  that  I  get  a  master's  degree  in 
counseling  because  they  needed  a  counselor.   I  remember  being  very 
flattered  about  being  asked  to  take  on  another  job.   In  thinking 
about  that  much  later,  she  was  giving  me  some  responsibility, 
which  is  exactly  what  independent  living  is  all  about.   I  felt 
very  good  about  that,  and  did  in  fact  get  that  master's  degree 
while  I  was  teaching  at  the  high  school. 

Landes:   You  felt  like  you  were  getting  in  on  the  merits  of  what  you  had 
done  yourself. 

O'Hara:   Pretty  much.   As  much  as  one  can  know  why  you  get  jobs. 

Landes:   What  do  you  remember  about  the  first  day  that  you  went  into  the 
classroom  as  the  teacher? 

O'Hara:   Nothing  [laughter]. 
Landes:   Did  you  have  a  blackout? 

O'Hara:   You  know,  I  remember  much  more  my  student  teaching  and  all  the 

mistakes  I  made.   Thank  goodness  I  had  a  wonderful  master  teacher 
for  my  student  teaching,  because  I  made  classic  mistakes  —  they  had 
nothing  to  do  with  disability.   But  thinking  students  would  enjoy 
a  long  lecture,  for  example,  or  be  interested  in  exactly  what  I 
was  interested  in  instead  of  thinking,  "What  are  these  young  kids 
interested  in?" 

Landes:   What  were  you  interested  in? 
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O'Hara:   I  think  I  was  teaching  American  history  for  my  student  teaching. 
I  get  interested  in  a  lot  of  economic  and  political  detail,  and 
that  is  not  what  fifteen-year-olds  are,  I  learned  quite  quickly. 
Teaching  has  to  be  more  lively  than  I  expected  in  the  beginning, 
and  I  think  it  takes  a  couple  of  years  to  make  a  good  teacher.   I 
remember  working  very  hard  at  trying  to  be  good  when  I  first 
started  teaching,  and  I  think  by  the  third  year  I  felt  like  I  had 
some  control  of  what  I  was  doing  and  could  be  fairly  effective. 

Landes:   So  you  had  to  develop  a  dramatic  flair  to-- 

O'Hara:   Oh,  a  bit  of  a  dramatic  flair,  a  tremendous  variety  in  activities 
--because  I  ended  up  teaching  freshmen  as  well  as  juniors, 
largely.   And  I  taught  some  honors  classes.   I  totally  enjoyed  it. 
It  was  a  very,  very  fulfilling  period  in  my  life,  those  ten  years. 
I  remember  one  honors  class  presented  me  with  a  plaque  at  the  end 
of  the  year  because  I  had  said—they  were  all  such  lively  people, 
and  there  were  only  about  eighteen  in  that  class,  and  they  were 
very  lively  kids.   They  had  a  million  ideas.   One  day  I  said  to 
them,  "This  reminds  me  of  a  club  where  we  have  eighteen  presidents 
and  one  member,  and  I'm  the  member."  At  the  end  of  the  year  they 
gave  me  a  plaque  making  me  an  honorary  president  for  that  class. 
It  was  lots  of  nice  things  like  that  and  lots  of  good  interaction. 

Landes:   Were  there  any  ways  in  which  your  disability  became  a  factor  in 
your  teaching? 

O'Hara:   Amazingly  enough,  not  too  much,  but  the  one  thing  I  never  was 
asked  to  do  is  lead  the  class  out  in  a  fire  drill.   My  class 
always  went  with  another  teacher  by  prearrangement ,  and  I  did 
other  things  instead.   I  would  do  cafeteria  duty  or—there  was 
always  a  major  tradeoff,  so  it  wasn't  as  if  anybody  felt  cheated 
because  they  had  to  take  my  class  out  during  a  fire  drill. 

On  the  good  side,  I  was  still  in  a  pushchair--!  had  seen  a 
motorized  wheelchair,  but  I  certainly  didn't  think  it  was  a 
practical  idea  at  that  time.   I  would  ask  the  less  academically 
inclined  students  to  push  me  from  one  room  to  another  or  to  the 
cafeteria  or  to  the  teachers'  lounge  or  whatever  and  to  pass  out 
papers.   That  established  a  very  interesting  relationship  with 
those  kids  because  it  was  definitely  something  they  could  do. 
Some  of  them  had  a  hard  time  with  academics.   It  sort  of  opened  up 
a  door  for  me  to  be  able  to  talk  to  these  kids  about  things  that 
they  were  interested  in  and  to  just  deal  with  them  as  people, 
instead  of  somebody  who's  just  having  a  lot  of  trouble  in  school. 
I  would  often  ask  some  of  the  more  talented  students  to  do  any 
writing  on  the  board  that  needed  to  be  done.   That  was  a  good 
thing,  too.   It  was  good  training  for  them,  and  the  kids  seemed  to 
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enjoy  that;  it  gave  them  something  to  do. 
participatory. 


It  was  more 


Landes : 
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O'Hara: 
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Interestingly  enough,  I  just  don't  think  there  were  any 
other- -getting  back  and  forth  to  school,  I  remember,  was  always  an 
issue  for  me;  I  always  had  to  find  someone  who  could  push  me  the 
two  blocks.   I  usually  ended  up  hiring  someone  to  push  me  back  and 
forth  from  school. 

You  were  living  back  with  your  parents? 

Still  living  with  my  parents—had  been  right  along. 

Which  was  two  blocks  away  from  Nazareth  Academy? 

Right. 

So  you  worked  ten  years  at  Nazareth  teaching  history-- 

And  religion  and  French.   In  a  Catholic  school,  you  teach  whatever 
they  need  [chuckles]. 

From  roughly  1962  to  1972. 
Yes,  exactly. 

To  what  extent  were  you  aware  of  what  was  going  on  politically  in 
both  the  Chicago  area  and  the  rest  of  the  country  regarding,  for 
example,  the  Civil  Rights  Movement,  and  then  later  the  Vietnam 
War? 

Oh,  I  was  aware  of  these  things.   I  don't  remember  specifics  about 
Berkeley.   I  do  remember  when  one  of  my  younger  sisters  wanted  to 
come  out  to  school  here  [Berkeley,  California]  in  1970  to  do 
graduate  work.   My  parents  were  somewhat  worried,  because  they 
didn't  want  their  daughter  coming  out  to  Berkeley;  it  had  such  a 
crazy  reputation.   This  was  the  year  after  the  People's  Park 
shooting,  and  quite  a  bit  of  campus  upheaval.   I  remember  the 
night  Martin  Luther  King  was  shot,  partly  because  I  was  intending 
to  leave  for  New  Orleans  the  next  day,  and  the  country  was  kind  of 
in  shock.   So  I  canceled  my  trip. 

I  think  I  had  an  average  awareness  of  the  Civil  Rights 
Movement.   It  certainly  hadn't  been  incorporated  into  my  thinking 
about  disability  for  one  moment. 

Was  there  any  civil  rights  or  anti-war  activity  in  your  hometown? 
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O'Hara:   Not  that  I  was  aware  of.   That  same  sister  who  wanted  to  come  out 
here  to  Berkeley  had  done  a  fair  amount  of  marching  in  civil 
rights  marches  at  Marquette  University  where  she  had  gone  to 
school  for  a  while. 

Landes:   In  Milwaukee? 
O'Hara:   Yes. 

Landes:   What  was  your  parents'  attitude  toward  that?  Or  were  they  aware 
of  it? 

O'Hara:   I  think  they  were  aware  of  it.   They  certainly  didn't  disapprove 
of  it.   I  think  they  mainly  hoped  Lizzie  wouldn't  get  hurt 
[laughs] . 

Landes:   In  this  ten-year  period  that  you're  teaching  and  living  at  home, 
were  there  changes  in  the  way  that  you  saw  yourself  as  a  disabled 
person? 

O'Hara:   I  don't  know  exactly  what  you  mean. 

Landes:   Were  you  aware  of  disability  as  a  potential  political  issue? 

O'Hara:   Oh,  no.   Personally,  I  know  that  toward  the  end  of  the  sixties  I 
was  becoming  quite  concerned  about  the  fact  that  my  parents  were 
getting  older—they  were  doing  my  personal  care--and  that  this 
wasn't  going  to  be  able  to  go  on  forever,  and  what  was  going  to 
happen  to  me.   My  elderly  grandmother  said,  "Above  all,  don' t  go 
into  a  nursing  home."  But  I  didn't  quite  know  what  my  choices 
were. 

Landes:   Was  that  your  fear? 

O'Hara:   Oh,  definitely.   It  was  actually  getting  a  little  depressing  there 
around  1970,  because  I  couldn't  see  where  the  future  was.   I  just 
didn't  know  what  I  know  now.   I  was  thinking,  "Well,  maybe  I'll 
have  to  look  into  a  nursing  home."  My  grandmother's  words  were 
real  loud  and  clear.   I  was  actually  talking  with  the  local 
convent,  which  was  the  nuns  who  staffed  the  school  where  I  taught. 
I  was  seeing  about  possibly  taking  a  room  there,  and  seeing  if  I 
could  pay  certain  of  the  nuns  to  do  personal  care--just  as  an 
experiment  to  see  how  it  would  work.   I  had  begun  to  have  an 
initial  conversation,  but  nothing  much  had  come  of  it.   By  the 
time  I  heard  of  Berkeley,  that's  about  where  I  was.   I  was  ready 
to  make  a  move,  but  I  didn't  know  where  I  could  make  a  move  to. 
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Summer  at  Cowell  Hospital,  Berkeley.  1971 


Landes:   When  you  say  you  heard  about  Berkeley,  what  did  you  hear  about 
Berkeley? 

O'Hara:   When  my  sister  was  out  here  that  first  year—she  came  out  in 
September  of  1970--she  had  noticed  about  a  dozen  people  in 
motorized  wheelchairs  on  campus.   Being  the  good  sister  that  she 
was,  and  knowing  I  didn't  have  one  of  those  chairs,  she  went  up  to 
one  of  these  guys  and  said,  "Hey,  where  did  you  get  that 
wheelchair?"  He  led  her  to  the  brand-new  PDSP. 

Landes:   PDSP  stands  for  what? 

O'Hara:   The  Physically  Disabled  Students'  Program,  at  the  university.   He 
took  her  over  to  the  main  office  on  Durant,  she  found  out  about 
it,  came  home  at  Christmas  and  said,  "You  really  ought  to  give 
this  a  try.   Come  on  out  in  the  summer.   Out  there,  you  know,  the 
safety  net—why  don't  you  come  and  live  in  this  campus  hospital 
they've  got  set  up  for  people?"  My  first  reaction  was  "It  sounds 
interesting,  but  it's  too  expensive."  About  fifteen  seconds 
later,  I  said,  "Well,  maybe  I  could  try  it."   So  we  did  make 
plans,  and  that  was  the  beginning  of  the  Berkeley  phase. 

Landes:   What  did  you  plan  to  do? 

O'Hara:   Come  out  for  the  summer  of  "71,  and  that's  what  I  did. 

Landes:   And  take  classes  at  Cal? 

O'Hara:   Yes.   In  order  to  be  part  of  the  Cowell  residence  program  you  had 
to  be  a  student.   So  I  just  signed  up  for  a  couple  of  classes. 

Landes:   When  you  arrived  in  Berkeley,  what  was  your  first  impression? 

O'Hara:   [laughs] 

Landes:   You're  giggling.   What  did  you  see? 

O'Hara:   I  flew  in,  and  I  went  for  the  weekend  to  some  friends  in  San 

Rafael  as  kind  of  a  holding  place.   I  must  say,  my  memory  of  it  is 
I  was  almost  catatonic  that  weekend  because  I  suddenly  realized  I 
was  putting  myself  in  a  hospital  for  six  weeks,  and  I  was  a  pretty 
active  person.   I  thought,  "What  are  these  other  people  going  to 
be  like?"  Every  stereotype  I  had  grown  up  with  was  coming  to  me. 
I  still  —  even  though  I  was  disabled— didn' t  associate  with 
disabled  people,  because  I  had  that  same  old  thinking- -that  they 
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probably  don't  have  much  energy,  and  they're  probably  in  bed  most 
of  the  time  [chuckles],  and  probably  not  very  interested  in 
things,  and  isolated.   It  was  awful  what  I  came  to  it  with. 

Anyway,  we  did,  on  that  Sunday  afternoon,  go  over  to  Cowell 
Hospital,  and  I  met  the  orderly  on  duty.   I  was  pretty  petrified 
at  that  point,  even  though  I  was  doing  it  of  my  accord.   One  guy 
came  out  of  his  room- -his  name  was  Jack  Rowan,  who  became  a  good 
friend--he  was  chatting  a  little  bit,  a  very  friendly  guy,  and 
pretty  soon  he  said  "Would  you  be  interested  in  a  little  glass  of 
scotch?"  That  little  paper  cup  of  scotch  was  such  an  enormous 
relief  to  me,  because  it  seemed  very  normal.   I  don't  drink  the 
stuff  anymore,  but  at  the  time  I  did,  and  I  thought,  "Oh,  this  is 
terrific."  So  it  was  a  real  icebreaker,  so  to  speak.   From  then 
on,  I  spent  the  most  revolutionary,  fun  summer,  living  in  Cowell 
Hospital  and  getting  to  know  the  six  or  seven  other  residents. 
All  but  one  were  men.   A  pretty  lively  group  it  was. 

Landes:   Who  were  the  others? 

O'Hara:   Greg  Sanders  was  up  there,  who  at  the  time  was  not  very  active  at 
all.   He  seemed  to  be  kind  of  lying  in  bed,  I  don't  know,  doing 
drugs  or  something.   He  ended  up,  as  you  probably  know,  becoming  a 
national  expert  on  SSI  [Supplemental  Security  Income]  and  a  very 
serious  advocate  for  the  disability  community.   Jack  Rowan,  who 
had  been  president  of  the  Rolling  Quads. 

Landes:   What  were  the  Rolling  Quads? 

O'Hara:   I've  recently  spent  some  time  looking  into  that.   It  was  the  name 
of  the  political  organization  of  the  Cowell  Hospital  disabled 
students,  when  they  needed  it.   As  far  as  I  know,  there  was  not 
really  an  organization,  but  when  they  needed  some  political  clout 
they  called  themselves  the  Rolling  Quads.   They  always  had  a 
president.   That  presidency  seemed  to  rotate,  and  Jack  was 
president  for  a  while.   I  got  to  meet  that  summer  not  just  the 
people  that  were  living  there,  but  John  Hessler--who  was  a  very 
big  influence  in  my  life. 

Landes:   John  no  longer  was  living  there? 

O'Hara:   No.   That  summer  that  I  was  there,  I  think  the  months  before  I  got 
there,  was  the  time  when  the  first  residents  of  Cowell  Hospital 
were  moving  out  and  getting  their  own  apartments,  which  was 
another  revolutionary  idea  in  those  days.   It  just  simply  hadn't 
happened  before.   During  that  summer  I  went  and  visited  Herb 
Willsmore  and  Judy  Taylor.   They  actually  served  me  a  meal,  and 
they  were  quads.   It  was  a  simple  meal,  very  hippie--you  know, 
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rice  with  vegetables- -and  I  think  maybe  their  attendant  had  helped 
them  prepare  some  of  it  in  the  morning,  but  they  actually  cooked 
it.   Microwaves  of  course  didn't  exist,  but  they  had  a  little 
table-top  oven,  and  they  had  a  little  rope  tied  on  the  handle  so 
they  could  open  it,  and  they  had  things  rigged  up,  and  they  had 
light  switches  they  could  turn  on  remotely—just  a  little  cord  you 
buy  in  the  hardware  store.   And  they  had  their  own  apartment.   The 
power  of  peer  learning  came  home  to  me  exactly--!  was  so  impressed 
with  that,  and  I  was  ready  to  do  the  same. 

You  asked  me  who  else  was  there.   I  should  back  up  and  say 
that  once  I  moved  into  Cowell,  the  two  things  that  happened  that 
were  really,  really  big  for  me  was,  first  of  all,  PDSP  lent  me  a 
motorized  wheelchair.   It  was  one  of  those  old  E&J's  that  break 
down  regularly  every  two  days.   But  it  was  a  motorized  wheelchair. 
Another—pardon  me  for  using  the  same  word  all  the  time- 
revolutionary  thing  in  my  life:  the  idea  of  being  able  to  go  where 
I  wanted,  instead  of  asking  someone  to  push  me  where  I  wanted,  was 
so  freeing.   And  the  fact  that  if  a  person  were  with  me,  then  it 
was  for  a  social  reason  and  not  a  functional  reason.   They  weren't 
doing  something  for  me,  they  were  simply  with  me  and  to  walk 
alongside  of  me  instead  of  behind  me--it  was  a  whole  new  social 
dimension  that  I  really,  really  loved.   I  reveled  in  this,  even 
though  I  had  to  have  the  chair  repaired  about  every  two  days.   I 
met  Chuck  Grimes  that  way- -he  was  the  mechanic  at  PDSP  in  the 
early  days,  I  think  until  about  1980--including  his  very  colorful 
language,  which  I  was  hearing  a  lot  up  at  the  hospital  also.   All 
these  guys  used  words  that  I,  being  a  Catholic  high  school  teacher 
from  the  provinces,  hadn't  even  heard—and  certainly  never  used. 
But  by  the  end  of  the  summer  I  was  pretty  familiar  with  a  lot  of 
it  and  used  it  occasionally. 

fl 

Landes:   We  were  talking  about  your  first  summer  in  Berkeley,  when  you  were 
living  at  Cowell  Hospital  and  attending  classes.   You  talked  about 
some  of  the  people  that  you  met.   Do  any  of  them  stand  out  in  your 
mind  as  being  particularly  influential  in  the  development  of  your 
thinking? 

O'Hara:   Yes.   Many  stand  out  in  my  mind,  and  many  influenced  me,  but  I 
would  say  the  primary  influence  was  John  Hessler.   He  had  been 
through  the  Cowell  program  himself  after  having  lived  six  years  in 
the  Martinez  State  Hospital  after  he  broke  his  neck  at  age 
sixteen.   He  and  Ed  Roberts  lived  in  Cowell  without  other  students 
for  at  least  two  years.   So  the  two  of  them,  being  very  bright  and 
very  ingenious,  I  think  that  was  a  very  interesting  spawning  time. 
In  about  1967  John  went  to  Europe  to  work  on  his  master 's—he  had 
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a  year's  study  in  France  as  part  of  his  master's  degree  in  French 
--and  then  had  come  back  and  gotten  his  own  apartment.   At  that 
point  I  came  on  the  scene,  and  he  had  been  named  the  first 
director  of  PDSP.   He  was  a  tall  man,  and  he  sat  very  tall  in  his 
chair,  sort  of  like  a  king,  and  I  think  he  kind  of  liked  it  that 
way. 

So  many  people  had  love /hate  relationships  with  John.   He 
was  a  very  kind  person,  but  he  could  also  make  you  really  mad 
sometimes.   He  was  a  strong  leader,  and  he  was  just  the  right 
person  to  negotiate  with  the  university  on  keeping  the  doors  of 
PDSP  open.   Yet  at  the  same  time,  he  understood  what  was  needed. 
John  and  his  colleagues  had  actually  developed  a  concept  of  living 
independently  and  thought,  "What  do  we  need?"  Motorized  chairs, 
wheelchair  repair,  a  system  of  attendants.   And  they  even  analyzed 
that  part  of  it.   Not  just  one  attendant,  because  that  means  you 
get  sick  of  each  other.   One  attendant  gets  plenty  tired  if  they 
have  to  get  you  up  in  the  morning  and  put  you  to  bed  at  night, 
because  then  they  don't  really  have  a  fair  night's  sleep—so  they 
subscribed  to  the  idea  of  multiple  attendants.   Like  me,  if  you 
want  to  get  up  early  and  go  to  bed  late,  you  could  do  that  and  not 
exhaust  somebody.   Also  transportation—John  had  in  mind  getting  a 
couple  of  vans  with  electric  tailgates,  and  that  was  quite 
revolutionary  in  those  days. 

So  meeting  John—he  had  this  combination  of  leadership  and 
understanding  of  what  you  needed  as  a  disabled  person.   It  was 
really  quite  eye-opening  to  me,  and  I  can  remember  having  a 
conversation  with  him  maybe  five  weeks  into  my  stay  at  Cowell 
Hospital.   He  came  up  to  my  room  one  Sunday  afternoon- -this  was 
typical  John:  he  kept  his  finger  on  the  pulse  of  who  the  new 
people  were  and  what  they  were  thinking  and  what  they  needed.   He 
didn't  protect  you  in  the  old-fashioned  sense  of  the  word,  but  he 
had  his  eyes  open  all  the  time.   I  really  grilled  him,  because  by 
that  time  I  was  in  love  with  Berkeley.   I  loved  this  whole  system 
that  had  been  established,  I  saw  what  the  possibilities  were,  I 
was  really  ready  to  do  it,  and  I  wanted  to  come  back. 

But  the  practical  side  of  me  wanted  to  know  if  this  was  a 
stable  organization.   PDSP  at  this  time  was  only  a  few  months  old, 
and  a  new  organization--to  come  2,000  miles  away  from  my  safety 
net,  I  wasn't  sure  I  should  do  it.   He  assured  me  that,  "Our  lives 
depend  on  it.  We  are  going  to  make  this  work."  That  one  Sunday 
afternoon,  I  think,  was  the  turning  point  for  me.   I  was  convinced 
by  John  that  this  was  going  to  work,  and  that  there  would  be  a 
supply  of  attendants  by  hook  or  crook,  and  I  would  turn  around  and 
come  out  [to  Berkeley] . 
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John's  style  of  leadership  at  PDSP  was  by  turns  tyrant  and 
loving.   He  certainly  tolerated  people  —  the  whole  operation  didn't 
usually  get  going  until  ten  or  ten-thirty  in  the  morning,  and  we 
were  a  university  office;  we  should  have  been  opening  at  eight. 

Landes:  Were  you  over  there  at  all  that  summer? 

O'Hara:  At  PDSP? 

Landes:  Yes. 

O'Hara:  Oh,  yes. 

Landes:  But  you  weren't  working  there. 

O'Hara:   No,  no,  but  of  course  I  was  having  my  chair  repaired  every  two 
days,  so  I  got  to  know  everybody.   Just  to  finish  that  thought 
about  starting  late:  they  also  worked  late.   Sometimes  they  worked 
well  into  the  evening—nine  or  ten  o'clock.   If  your  chair  needed 
to  be  fixed,  they  understood  that  you  didn't  just  shut  down  your 
life  at  five  p.m.   The  thinking  was,  "What  does  the  consumer 
need?"   It  was  fantastic.   You  could  have  your  chair  repaired  on 
the  spot  instead  of  the  standard  waiting  three  weeks,  which  you 
had  to  do  any  other  place  in  the  country. 

Zona  Roberts  was  another  important  person  at  that  time.   She 
was  the  general  den  mother  and  safety  net  for  the  entire 
operation.   If  you  needed  something  in  the  middle  of  the  night, 
she  encouraged  everybody  to  give  her  a  call.   She  would  come  over 
and  bail  you  out  whatever  it  was.   It  was  an  amazing  process.   She 
meant  what  she  said  —  she  actually  did  that.   She  was  older  than 
the  rest  of  us— she  was  the  mother  of  Ed  Roberts,  and  her  kids 
were  pretty  grown  at  that  point.   She  gave  the  office  a  little  bit 
of  adult  credibility  and  non-disabled  credibility.   She  was  so 
practical,  too. 

So  those  were  two  influential  people  at  that  time. 

Landes:   Anybody  else  you  can  think  of  that  had  a  major  impact  on  your 
thinking? 

O'Hara:   No.   Just  in  general  that  summer  of  living  in  the  hospital  and 
laughing  almost  constantly  at  the  antics  of  these  guys,  most  of 
whom  had  more  severe  disabilities  than  I  did—at  least  I  thought 
so— and  they  were  just  having  a  ball.   Anything  anybody  else  was 
doing  in  the  early  seventies  — drugs,  sex,  and  rock  and  roll—these 
guys  were  doing.   I  thought  this  was  highly  entertaining  and 
certainly  contrary  to  any  expectation  that  I  had  had.   They  were 


as  curious  about  me  being  a  Catholic  schoolteacher—they  had  as 
much  mythology  about  me  as  I  did  about  other  disabled  people. 
They  wanted  to  know  what  it  was  like  in  a  Catholic  school, 
considered  it  very  mysterious.   That  made  me  laugh,  because  to  me 
it  wasn't  one  bit  mysterious  or  even  particularly  interesting  to 
tell  about—but  they  thought  it  was.   So  it  was  kind  of  an 
interesting  match. 

Landes:   Any  anecdotes  or  antics  you'd  care  to  mention,  that  you  observed? 

. 

O'Hara:   Oh,  just  little  things.   I  remember  girlfriends  dragging 

mattresses  down  the  hall  after  the  nurse  had  left,  and  there  was 
lots  of  noise  at  night,  lots  of  partying.   I  remember  going  out 
with  two  barefoot  orderlies  to  LaVal's  for  a  pitcher  of  beer,  and 
nobody  had  any  money,  but  1  somehow  had  this  penny  collection--! 
don't  know  how  I  acquired  it  over  the  summer—and  we  paid  for  this 
pitcher  of  beer  in  pennies  that  I  had.   I  just  kept  laughing.   It 
was  just  so  amusing  to  me.   Everybody  was  barefoot  in  those  days. 
You  didn't  even  have  to  wear  shoes  to  come  to  work  in  this 
environment.   I'm  not  sure  what  Edna  Brean,  the  head  nurse, 
thought  of  all  this .   She  seemed  to  have  a  sense  of  humor  about 
most  of  it. 

I  remember  my  first  evening—Lizzie  and  I  were  walking  up 
Telegraph  Avenue  after  I  had  moved  into  Cowell  Hospital. 

Landes:   Who? 

O'Hara:   My  sister  Lizzie,  who  was  doing  graduate  work  out  here.   Some  guy 
on  Telegraph  asked  me  if  I  had  a  spare  joint,  and  that  sent  me 
into  gales  of  laughter.   I  didn't  even  know  one  if  I  saw  one,  much 
less  have  a  spare  one!   That  struck  me  as  being  so  funny. 

And  the  accessibility  of  Zellerbach  Auditorium  was  just  so 
much  fun,  and  Jack  Rowan  took  me  around  and  showed  me  how  to  drive 
the  electric  wheelchair.   I  was  a  little  timid  about  it,  I  wanted 
to  learn,  but  I  didn't  know  how  to  do  steep  curb  ramps  or  things 
like  that,  and  he  showed  me  the  best  path  and  the  best  way  to  do 
it.   That  was  fun. 


It  was  a  very  open  environment,  which  I  wasn't  used  to.   I 
was  and  still  am  a  pretty  private  person,  but  I  would  hear  myself 
quoted  from  all  different  kinds  of— very  few  people  kept  anything 
confidential  in  those  days,  especially  up  at  Cowell,  for  better  or 
for  worse.   I  learned  after  a  while  that  if  you  don't  want 
something  known,  don't  say  it.   But  by  the  same  token,  a  lot  of 
stuff  can  be  said  and  it's  not  going  to  hurt  anybody.   In  thinking 
about  it,  I  think  that  even  though  it  was  an  isolated  hospital, 
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Landes; 


O'Hara; 


Landes : 


and  we  in  general  frown  upon  medical  facilities  as  homes  for 
disabled  people,  the  camaraderie  that  resulted  from  people  being 
so  close  up  there  had  a  lot  to  do  with  how  that  kernel  of  an  idea 
of  independent  living  flowered.   All  of  them,  and  myself  included 
--but  this  is  a  little  bit  beyond  the  Rolling  Quads  stage—said 
they  used  to  spend  a  lot  of  time  in  the  evenings  just  talking. 
They'd  gather  in  somebody's  room  and  they'd  just  process.   They 
were  smart  kids.   They  moved  along  with  these  very  practical, 
simple  ideas  of  independence,  like  housing  and  transit  and 
wheelchair  repair. 

So  you  were  there  at  the  very  beginning  of  this  whole  process  of 
the  transition  from  Cowell  Hospital  out  into  the  community.   You 
say  that  John  Hessler  had  already  moved  out,  that  Herb  and  Judy 
had  moved  out,  and  that  people  were  beginning  to  take  that  next 
major  step. 

Right.   I  came  within  months,  I  think,  after  they  had  started  to 
move  out.   It  was  a  major  step. 

How  did  you  feel  when  the  time  was  approaching  for  you  to  go  back 

to  Illinois? 


O'Hara: 
Landes : 
O'Hara: 


Landes : 
O'Hara: 


Landes : 


I  did  not  want  to  go. 
But  you  did. 

I  did  go.   I  was  by  then  emotionally  attached  to  some  of  the 
people  around  here,  the  idea  of  living  out  here  with  this  kind  of 
freedom,  the  weather,  the  curb  ramps,  an  electric  wheelchair,  and 
I  cried  all  the  way  from  Oakland  to  Chicago  on  the  plane.   I  don't 
know  what  the  flight  attendants  thought  was  the  matter  with  me, 
but  I  did  not  want  to  go  back.   I  loved  the  people  in  Illinois—it 
was  not  a  question  of  that;  it  was  that  I  had  found  something  that 
I  really  had  been  looking  for. 

Can  you  articulate  more  of  what  you  think  it  is  that  you  found? 

It  almost  sounds  trite,  but  it  was  a  way  of  living  physically  that 
sort  of  matched  what  I  was  already  doing  emotionally.   I  mean,  I 
was  certainly  ready  to  leave  my  parents'  home;  I  just  didn't  have 
any  options.   I  had  choices  out  here.   I  had  choices  of  who  was 
going  to  help,  and  I  could  hire  who  I  wanted. 


I  understand  that  you  went  back  for  one  year, 
teaching? 


You  continued 


O'Hara:   I  had  a  contract  that  I  fulfilled,  yes. 
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Move  to  California,  1972 


Landes : 


O'Hara: 


You  completed  that  school  year  of  teaching  at  Nazareth, 
what  did  you  do? 


And  then 


Landes : 


O'Hara: 


Landes : 
O'Hara: 

Landes : 
O'Hara: 

Landes : 
O'Hara: 


When  I  was  here  in  that  summer  of  "71,  I  had  actually  gone  around 
to  a  few  schools  and  talked  to  some  of  the  people  that  were 
related  to  the  field  I  was  in,  because  I  had  the  sense  that  I  was 
coming  back.   It  didn't  take  me  very  long  to  see  that  this  was 
where  I  wanted  to  be.   So  I  had  ripped  out  those  Yellow  Pages  of 
schools  and  wrote  a  lot  of  letters  that  year,  '71  and  '72,  and  I 
ended  up  with  about  ten  interviews  that  I  came  out  for  in  April  at 
different  schools.   I  ended  up  with  a  job  assignment  at  Holy  Names 
High  School  in  Oakland  for  September  of  '72.   I  wound  up  my 
business  in  Illinois  and  flew  out  in  July  of  '72. 

How  did  your  parents  react  to  your  decision  regarding  moving  to 
California? 

Well,  they  could  see  that  I  was  completely  obsessed,  driven,  and 
happy.   They  didn't  stand  in  my  way.   My  mother  helped  me  pack, 
and  both  of  my  parents  were,  I  think,  supportive,  wondering  what 
it  was  that  I  had  found,  really.   I  don't  think  they  knew  exactly 
what  I  had  experienced,  but  they  were  happy  for  me.   I  remember  as 
I  left  that  day  in  July  my  mother  said,  "Now  remember,  you  can 
look  at  this  as  a  vacation  you're  going  on.   You  can  always  come 
back."   I  thought  that  was  a  nice  thing  for  her  to  say.   So  far 
it's  been  a  twenty-five  year  vacation.   They  were  totally 
supportive  of  it  and  still  are. 

Did  they  visit  you  soon  after  you  came  out  here? 

Oh,  yes.   Several  months  later  they  came  out,  and  they  got  to  see 
what  it  was  and  see  my  apartment. 

What  did  their  impression  seem  to  be? 

I  think  they  were  always  impressed  with  the  many  nice  people  that 
were  around  me  and  the  sensibility  of  the  services  and  things  like 
that. 

So  at  some  level  they  got  it. 

I  was  in  my  thirties,  so  it's  not  as  if  they  had  to—they  didn't 
hover.   They  just  let  me  go,  and  that's  what  I  expected  to  do  and 
whatever  gap  I  may  have  left  in  their  life  they  have  certainly 
filled. 
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Holy  Names  High  School.  Oakland.  1972-1975 


Landes ; 


O'Hara: 


Landes : 


O'Hara: 


Landes : 
O'Hara: 

Landes : 
O'Hara: 


When  you  started  teaching  at  Holy  Names,  was  that  experience  much 
the  same  as  your  experience  back  at  Nazareth  as  a  teacher? 

Partly.   In  some  ways,  not  quite  as  fulfilling.   I  think  there  was 
a  bit  of  a  difference  in  the  student  body.   I  now  was  hiring 
attendants  and  running  a  household  for  the  first  time  in  my  life, 
and  I  think  that  my  mind  probably  wasn't  100  percent  on  it  as  it 
had  been  in  my  first  teaching  job.   It's  just  a  different 
atmosphere  out  in  California.   I  liked  real  scholarship  in 
students,  and  I  didn't  see  quite  as  much  of  that  out  here  as  I  did 
in  Illinois.   It  might  have  something  to  do  with  the  weather 
[chuckles] . 

And  you  also  didn't  have  the  history  of  the  school  that  you  had 
back  in  Illinois. 

Right.   My  first  year,  I  had  a  couple  of  classes  that  ended  up 
being  very  difficult  to  control,  and  I  didn't  know  why.   Finally 
one  teacher  clued  me  in.   She  said,  "You  know,  they  just  don't 
know  anything  about  you.   When  you  refer  to  your  dinner  table, 
they  don't  know  who  it  is,  they  don't  know  anything  about  your 
disability."   Then,  of  course,  I  realized  I  had  taken  the  whole 
thing  so  much  for  granted  that  I  didn't  realize  these  kids  were 
going  to  be  mystified  by  disability.   They  didn't  know  anybody 
with  a  disability  either.   It  turned  out  that  that  seemed  to  be 
what  the  problem  was,  because  I  took  an  hour  in  each  class  and 
told  them  about  myself  and  about  the  disability,  and  I  actually 
sort  of  watched  the  problem  melt  away.   That  was  a  lesson  for  me, 
because  where  I  was  before,  the  whole  town  knew  me.   If  you  wanted 
to  know  something,  you  could  ask  any  number  of  people.   But  out 
here  I  was  a  stranger.   That  was  a  lesson. 

You  set  up  a  household.   Where  was  that? 

It  was  at  Dwight  and  Ellsworth--2431  Ellsworth--in  a  ticky-tack 
apartment  house. 


What  was  it  like  hiring  attendants? 
Were  there  problems? 


Did  that  work  out  for  you? 


Not  usually,  no.   In  those  days,  PDSP  didn't  even  have  to 
advertise,  just  word  of  mouth.   Part  of  it  was  sort  of  the  hippie 
atmosphere--nine-to-f ive  jobs  were  considered  evil.   So  there  were 
quite  a  few  young  people  that  were  interested  in  part-time  jobs 
where  you  could  wear  casual  clothes.   It  wasn't  associated  with  a 
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corporation  at  all.   And  there  were  conscientious  objectors  also 
involved  in  attendant  work  in  those  days.   It  was  pretty  easy  to 
find  somebody;  I  would  either  talk  to  somebody  else  or  go  to  PDSP 
and  be  referred.   I  had  some  wonderful  attendants,  not  the  least 
of  whom  was  Lynn  Kidder,  who  worked  for  me  for  my  first  two  and  a 
half  years  and  became  a  very  good  friend. 

When  I  think  back,  I  came  out  here  with  a  job.   That's  all  I 
had.   No  apartment,  no  transportation,  no  roommate  that  I  thought 
I  needed,  no  attendants.   When  I  came  out,  I  stayed  at  Cowell 
Hospital  for  a  week  while  I  was  looking  for  a  place.   I  came  out 
on  July  31.   The  next  day  I  looked  at  many  empty  apartments.   They 
were  readily  available,  and  I  actually  took  the  first  one  I  saw 
after  looking  around  at  others  for  a  day  or  so.   I  knew  I  had  to 
get  transportation  to  and  from  school,  so  I  rented  a  van  for  a 
while.   [It]  had  two  boards  that  Lynn  would  push  me  up,  up  these 
boards,  into  the  van.   I  don't  even  remember  what  kind  of  tie- 
downs  I  had,  if  any.   It  was  a  funky  van;  it  didn't  always  work. 
I  had  some  real  uneven  experiences  with  transportation  in  the 
beginning. 

Landes:   Any  disasters? 

O'Hara:   No.   Sometimes  Lynn  would  have  to  get  under  the  van  with  a 

broomstick  and  poke  it  in  order  to  get  it  started  in  the  morning. 
I  don't  know  what  she  was  doing  [laughter]. 

Landes:   I  can't  imagine. 

O'Hara:   I  can't  either,  but  we  laughed  about  it  to  the  end  of  her  life, 

actually.   She  would  drive  me  to  school  each  day,  and  then  put  my 
van  back  in  the  garage.   Then  I  would  usually  hire  an  afternoon 
driver  who  would  pick  up  my  van  and  come  back  and  get  me  at  the 
end  of  the  school  day. 

Landes:   Did  you  have  time  during  the  school  year  while  you  were  teaching 
to  spend  much  time  up  on  the  Cal  campus? 

O'Hara:   I  did.   I  loved  the  fact  that  there  were  performances  at 

Zellerbach  Playhouse  and  Hertz  Hall  and  all  that.   I  went  to  a  lot 
of  that  kind  of  stuff.   I  also  was  over  at  PDSP  periodically.   I 
certainly  kept  tabs  with  that. 

Landes:   So  you  maintained  those  contacts. 

O'Hara:   Definitely.   I  shared  a  cook,  one  of  those  first  couple  of  years, 
with  John  Hessler.   He  had  suggested  to  me  that  we  do  this.   To 
this  day,  I  think  students  out  of  the  dorms  do  this.   He  would 
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come  to  my  house  four  nights  a  week  at  dinnertime,  and  we  shared 
the  cost  of  the  cook.   That  was  a  very  enjoyable  period  for  a 
year.   We  got  to  know  each  other  really,  really  well  and  stayed 
good  friends  until  his  death  a  few  years  ago.   We  understood  each 
other's  strengths  and  weaknesses.   The  cook  that  we  had  finally 
quit  when  John,  in  his  inimitable  way,  told  her  one  night  that  the 
plate  of  food  looked  like  monkey  vomit.   She  quit  on  the  spot 
[laughs].   We  probably  went  our  separate  ways  soon  after  that  for 
eating;  I  don't  remember  exactly.   But  we  did  remain  friends.   I 
think  it  was  that  experience  of  having  gotten  to  know  me  that 
encouraged  him  ultimately  to  ask  me  if  I  wanted  to  apply  for  the 
residence  program  coordinator  program  job  at  the  end  of  my 
teaching  year  in  1975. 

Landes:   You  taught  at  Holy  Names  for  three  years? 
O'Hara:   Yes. 

Landes:   And  you  lived  at  Ellsworth  and  Dwight,  and  maintained  your 

contacts  at  PDSP  and  on  the  campus.   Anything  else  that  you  recall 
during  that  three-year  period  that  you'd  like  to  talk  about? 

O'Hara:   One  of  the  nice  outcomes  of  the  Holy  Names  experience  was  I  became 
close  friends  with  two  of  the  teachers—James  Luguri,  who  was  an 
English  teacher  there  and  also  ended  up  teaching  at  St.  Mary's  in 
Moraga.   He  was  a  poet,  and  he  certainly  showed  me  a  side  of  the 
literary  life  that  I  had  never  known  before.   I  ended  up  taking 
quite  a  few  of  his  poetry  courses  at  the  Franciscan  School  of 
Theology,  and  anything  I  know  about  poetry  I  learned  from  him. 
The  other  person  was  Suzy  Springbord,  an  English  teacher  also 
there,  whom  I'm  still  in  touch  with,  who  later  married  Jim's 
housemate  Greg  Martin.   During  this  time,  from  '72  to  '75,  I  also 
met  Ed  Roberts.   I  met  Mary  Lou  Breslin.   I  feel  like  it  was  just 
a  real  privileged  time.   Phil  Draper  used  to  hang  out  at  PDSP  a 
lot.   I  met  a  lot  of  the  acknowledged  leaders  of  the  disability 
movement,  and  it  was  all  just  part  of  the  Berkeley  family.   It 
didn't  seem  particularly  special  at  the  time,  but  it  was  very 
interesting.   It  was  a  growing  time  for  PDSP.   It  was  getting  very 
well  known,  it  was  very  busy. 

I  was  also  very  busy.   Teaching  is--you  prepare,  you 
actually  do  the  teaching,  and  then  you  grade  papers  or  write 
papers  or  whatever.   That's  very  time  consuming.   My  evenings  were 
never  really  my  own.   But  I  did  enjoy  some  of  the  hippie  aspects 
of  the  local  scene.   I  went  to  the  Castro  Theater,  and  learned  a 
little  bit  about  the  gay  scene,  which  I  had  certainly  never  known 
before  this  time.   I  enjoyed  all  the  various  booths  on  Sproul 
Plaza,  Jews  for  Jesus  and  all. 
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Landes:   It  sounds  like  it  was  a  wonderful  period  for  you. 

O'Hara:   It  was. 

Landes:   What  did  you  do  during  the  summers  when  you  were  not  teaching? 

O'Hara:   I  usually  spent  a  couple  of  weeks  traveling  back  to  see  my  family. 
I  often  had  company  from  the  Midwest  also.   1  probably  did  some  of 
the  things  I  was  just  mentioning:  you  know,  traveling,  getting 
around  in  San  Francisco  a  little  bit.   To  tell  you  the  truth,  I 
don't  remember  any  outstanding  activities  in  the  summer.   I  think 
I  was  just  taking  it  all  in. 
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II   UNIVERSITY  OF  CALIFORNIA,  BERKELEY 
[Interview  2:  August  13,  1997]  ## 


Hired  as  Director,  Physically  Disabled  Students'  Residence 
Program,  1975 


Landes:   Susan,  in  the  summer  of  1975,  you  made  a  job  transition  from  your 
teaching  job  at  Holy  Names  to  the  residence  program  at  the 
University  of  California.   What  were  the  circumstances  of  that 
change? 

O'Hara:   I  think  I  was  ready  to  make  a  change.   I  had  been  thinking  that 

maybe  thirteen  years  of  high  school  teaching  was  enough,  and  I  was 
looking  around  for  other  opportunities  semi-seriously,  but  I 
wasn't  yet  intending  to  leave  Holy  Names  high  school.   But  John 
Hessler,  after  having  spent  a  year  sharing  dinners  with  me,  asked 
one  day  if  I  wanted  to  apply  for  this  position  as  coordinator  of 
the  residence  program  for  severely  disabled  students.   So  I  did. 
And  that  was  the  summer  of  '75.   I  did  in  fact  get  appointed  to 
that  position—not  without  some  controversy,  I  might  add  [laughs]. 

Landes:   Tell  me  about  the  controversy. 

O'Hara:   I  was  actually  not  terribly  aware  of  it  until  later.   My  first 
interview  was  done  in  a  very  casual  PDSP  style  in  those  days: 
there  were  a  group  of  people  in  the  back  room  all  sitting  on 
cardboard  boxes  or  milk  crates  or  whatever  and  asking  me  whatever 
questions  seemed  to  pop  into  their  minds.   That's  my  memory  of  it, 
anyway.   I  don't  think  I  interviewed  very  well  that  day.   My 
sisters  had  all  been  out  for  a  weekend,  and  that  was  the  day  after 
they  left,  and  I  think  I  was  feeling  quite  bereft.   1  didn't 
interview  well,  and  perhaps  I  didn't  do  much  homework--!  didn't 
have  a  lot  of  experience  in  job  interviews;  I  had  had  one  job 
before  in  California  that  sort  of  fell  in  my  lap.   So  when  John 
decided  that  I  was  the  person,  some  of  the  people  in  the  committee 
felt  that  there  was  someone  else  more  qualified  or  that  at  least  I 
was  not  qualified.   It  seemed  to  be  that  John  was  overriding  their 
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opinion.   That  was  the  controversy.   John  made  the  decision 
against  the  will  of  this  interview  committee. 

Landes:   What  was  John's  position  at  that  time? 
O'Hara:   He  was  the  director  of  PDSP. 

Landes:   And  you  were  interviewing  to  be  the  coordinator  of  the  residence 
program.   Correct? 

O'Hara:   Right—which  is  a  unit  of  PDSP. 
Landes:   Who  else  was  on  the  committee? 

O'Hara:   Well,  I  can't  remember  for  sure,  but  I  think  Chuck  Grimes,  Dennis 
Fantin,  and  I  think  Cathy  Jay.   There  were  other  people,  and  I 
can't  remember  who  they  were.   Oh,  Karen  Topp,  I  believe,  and 
Peter  Trier  may  have  been  on  the  committee  because  those  two  went 
over  John's  head  to  complain  about  his  action.   In  view  of  the 
fact  that  Karen  and  I  became  good  friends  and  worked  very  well 
together  for  many,  many  years,  it  was  not  a  good  beginning.   But 
John's  opinion  prevailed.   I  was  interviewed  a  second  time  and 
apparently  did  better.   That  was  typical  of  John's  leadership: 
when  he  decided  he  wanted  something,  he  usually  went  ahead  and  did 
it. 

Landes:   Is  it  your  perception  that  the  issue  was  that  you  didn't  interview 
well,  and  that  it  was  a  legitimate  question  of  your 
qualifications?  Or  were  there  other  issues  that  may  have  been 
lurking  in  the  background? 

O'Hara:   I  think  it  was  other  issues.   It  was  a  political  kind  of  thing. 
It  was  a  power  struggle  between  John  and  some  other  people. 

Landes:   These  people  on  the  committee. 

O'Hara:   Yes.   Michael  Pachovas  was  also  very  against  my  being  hired.   All 
of  these  people,  within  two  years  after  I  was  hired,  said,  "I 
guess  she's  doing  an  okay  job." 

Landes:   So  you  won  them  over. 

O'Hara:   Yes.   Not  by  anything  except  doing  the  job.   There  wasn't  a  lot  of 
contact  with  a  number  of  these  people,  but  I  do  remember  after 
this  little  uproar—to  which  I  was  sort  of  oblivious  in  a  way- 
John  Velton,  the  Department  of  Rehabilitation  contract 
administrator  for  the  program,  said  to  me  one  day,  "You  know,  you 
and  Karen  Topp  are  going  to  have  to  get  along."   No  one  had  ever 
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said  that  to  me  before  in  my  life,  and  I  have  a  feeling  no  one 
probably  had  ever  said  that  to  her.   So  we  actually  did  have  lunch 
and  are  friends  to  this  day.   I  think  we  have  a  great  respect  for 
each  other. 

Landes:   Were  there  any  problems  or  issues  that  you  needed  to  deal  with 
immediately  when  you  took  the  job? 

O'Hara:   No,  I  wouldn't  say  any  problems,  and  not  even  really  any  issues. 

I  had  to  quickly  hire  a  staff.   I  had  to  quickly  figure  out  what  I 
was  doing  and  what  the  point  of  the  program  was,  because  in  1975 
the  program  shut  down  at  Cowell  Hospital  and  transferred  into  the 
residence  halls  at  Unit  II  on  College  and  Haste. 

Landes:   So  this  was  a  brand  new  episode  in  the  residence  program. 

O'Hara:   Right.   It  was  going  to  be  structured  a  little  differently,  and  it 
was  in  a  different  place.   Yes,  it  was  a  new  episode. 

Landes:   Did  you  have  a  free  hand  in  developing  this  program  and  hiring 
your  staff? 

O'Hara:   Yes,  very  free.   A  number  of  the  people  who  applied  were  people 
who  had  worked  in  Cowell  Hospital  and  were  very  well  qualified. 
So  it  made  a  lot  of  sense  to  hire  them,  and  I  did.   I  think  I 
hired  eight  or  ten  people  to  start  with.   The  university  and 
Department  of  Rehabilitation  had  managed  to  make  all  the  residence 
halls  accessible—especially  the  entrances  and  the  bathrooms. 
That's  what  needed  work.   That  had  been  done  before  I  came  on 
board,  so  all  I  needed  to  do  was  get  staff,  [and]  get  students. 
There  were  already  students  waiting  to  come  in,  and  I  just  had  to 
get  in  touch  with  them  and  find  out  what  kinds  of  things  they 
needed,  like  whether  they  needed  a  hospital  bed  in  their  room  or 
what  kind  of  telephone  they  would  need.   Everybody  needed  a  phone 
at  their  bed  so  that  they  could  use  it  during  the  night  if  they 
needed  to,  and  it  might  have  to  be  a  hands -free  phone.   We  did  a 
lot  of  rigging  up  in  those  days.   I  made  some  mistakes,  but  they 
weren't  terribly  serious  mistakes,  and  nobody  really  got  hurt.   It 
was  a  very,  very  busy  time.   I  was  learning  in  huge  gulps.   I  was 
hired  July  21,  and  the  program  opened  in  September.   So  there  was 
a  lot  to  do. 

Landes:   Susan,  can  you  give  an  example  of  one  of  your  mistakes? 

O'Hara:   Yes.   The  housing  director  was  also  new  at  that  time,  and  I  knew 
that  my  ten  students  needed  contracts,  so  I  said  to  him,  "Why 
don't  you  send  me  over  ten  contracts,  and  I'll  mail  them  out  to 
these  students  just  so  that  I  know  they  get  them  on  time  and  all 
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O'Hara: 


that?"  He  said,  "Fine."  Well,  I  never  even  opened  those 
envelopes;  I  thought  they  were  generic  contracts.   So  the  next 
thing  I  knew,  after  I  had  mailed  out  all  ten  contracts  all  over 
the  country,  his  people  were  calling  up  and  saying,  "My  name  is 
not  Brian  Kelly.   Why  do  I  have  a  contract  addressed  to  Brian 
Kelly?"   In  my  efforts  to  be  ef f icient--and  sometimes  I  wasn't--! 
learned  how  the  housing  office  worked.   And  so  did  the  housing 
manager.   He  learned  at  the  same  time.   He  should  have  handled  it. 

Did  you  have  the  confidence  that  you  would  quickly  learn  the  ropes 
and  do  a  good  job,  or  did  you  have  any  questions  about  your  own 
ability  to  do  it? 

I  don't  think  so.  I  think  it  was  the  kind  of  a  job  that  appealed 
to  me  and  suited  my  skills.  It's  very  detail-oriented,  it's  very 
people-oriented,  and  it  calls  for  juggling  a  lot  of  things  at  the 
same  time,  and  I  could  do  all  of  that. 


Physically  Disabled  Students'  Program  [PDSP]  in  1975 


Landes:   Who  else  worked  there  that  seems  to  you  at  this  time  to  have  been 
an  important  person  in  developing  and  maintaining  continuity  in 
that  program? 

O'Hara:   Aside  from  John  and  Zona,  whom  I've  mentioned  before,  and  I  may 
have  mentioned  Chuck  Grimes--he  was  the  wheelchair  mechanic;  he 
was  the  first  one,  and  at  that  time  I  think  the  only  one.   Cathy 
Jay  had  started  in  1973  or  '74,  and  she  turned  out  to  be  a  very 
valuable  person  to  students  and  actually  still  works  at  DSP.   She 
has  the  longest  tenure.   Nora  Laasi  was  there  as  a  counselor,  and 
Cathy  was  a  counselor  too—although  in  those  days  almost  everybody 
did  almost  everything.   We  didn't  have  an  intercom  in  the  old 
funky  office.   The  phone  was  answered  in  the  middle  room,  and  then 
the  person  who  answered  the  phone  would  just  yell  for  whoever  the 
call  was  for  [laughs].   It  was  extremely  informal.   But  the  job 
got  done. 

Landes:   You've  referred  to  it  as  an  informal  atmosphere,  and  also  that  the 
office  had  a  funky  ambience  to  it.   Can  you  describe  that?  What 
was  it  like?   If  I  walked  into  the  office,  what  would  I  see?  What 
would  I  experience? 

O'Hara:  Well,  if  you  were  a  parent,  I  could  tell  you  what  parents  did.  We 
usually  sounded  professional  on  the  phone,  our  letters  went  out  on 
letterhead  and  they  looked  professional.  Then  when  people  came  to 
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actually  see  the  place,  parents  would  take  their  breath  in.   They 
were  horrified  that  this  could  be  [the  place].   First  of  all, 
there  was  this  ramp  that  was  very  steep.   It  was  the  second  floor 
of  an  apartment  on  Durant--2532  Durant--and  the  ramp  was  in  the 
back--it  would  never  be  permitted  now.   This  is  not  a  variance 
issue;  it  was  simply  terribly  unsafe.   In  fact,  when  I  first  used 
the  motorized  wheelchair,  I  got  into  it  at  PDSP--my  sister 
transferred  me  into  a  motorized  chair  for  the  first  time  in  my 
life,  that  summer  of  "71.  And  then  the  next  thing  to  do  is  to 
figure  out  how  to  get  down  the  ramp,  and  I  was  at  the  top  just 
petrified.   John  Hessler  was  at  the  bottom.   I've  got  to  give  him 
credit:  he  was  always  there  when  I  needed  him,  which  wasn't  too 
often,  but  he  was  there.   He  was  at  the  bottom  saying,  "You  can  do 
it."  My  sister  was  also  sweating  bullets,  wondering  also.   In 
fact,  I  did  it. 

Landes:   Your  concern  was  that  the  ramp  may  cave  in,  or  that  you  might-- 

O'Hara:   It  was  very  steep.   It  had  a  railing,  but  it  was  terribly  steep 
and  it  emptied  into  a  driveway  which  crossed  it  at  the  very 
bottom.   You  couldn't  see  the  traffic  because  of  the  building.   So 
as  you  were  coming  down  the  ramp,  if  you  picked  up  too  much  speed 
you  would  be  going  right  into  the  path  possibly  of  a  car  driving 
into  the  parking  lot  behind  the  building.   Why  we  never  had 
anybody  hit,  I  don't  know. 

That's  the  first  thing  you  saw:  this  ramp.   I  didn't  think 
it  would  ever  cave  in,  although  Andy  Lennox,  who  was  our  second 
wheelchair  repair  person,  frequently  was  shoring  it  up  underneath. 
In  fact,  in  1979  or  '78,  I  remember  he  went  out  one  more  time  to 
shore  it  up,  and  I  was  just  so  disgusted  with  this  ramp.   I  had 
been  working  there  several  years  by  now.   He  and  I  had  sort  of  a 
loud  discussion  over  shoring  up  that  horrible  ramp  again  instead 
of  really  fixing  it.   He  said,  "Well,  all  right,  then  I'll  go  find 
us  another  place."   In  fact,  he  did.   That  was  the  reason  we 
eventually  moved  to  2515  Channing. 

Landes:   How  long  was  the  office  on  Durant  Street? 

O'Hara:   From  '70  to  '79.   But  going  back,  you  asked  me  what  it  looked  like 
after  you  got  in.   I  had  a  little  office  that  was  somehow  a  little 
bit  pristine.   It  was  kind  of  nice.   It  was  tiny,  it  was  right 
inside  the  door.   Traffic  didn't  pass  through  it  very  much; 
traffic  went  through  the  rest  of  the  building  all  the  time.   There 
was  one  of  these  funky  sixties  murals  on  the  wall.   Tremendous 
gouges  in  the  molding  in  the  wall  where  the  wheelchair  riders  had 
hit  it.   Pretty  bad  paint  jobs.   Nothing  matched.   Things  weren't 
dirty,  it  was  real  leftover  sixties.   The  rest  of  the  university 
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Landes : 
O'Hara: 


Landes: 


O'Hara; 


Landes : 

O'Hara: 
Landes : 

O'Hara: 

Landes: 
O'Hara: 


was  not  like  that,  and  I  think  one  of  the  interesting  things  is 
that  PDSP  started  off -campus  to  get  away  as  far  as  they  could,  I 
think,  from  the  administration.   The  idea  was  to  get  away  from  the 
authorities  and  run  the  operation  the  way  this  little  group 
thought  it  should  be.   Very,  very  consumer-driven  at  that  point. 

Were  you  successful  in  getting  away  from  the  authorities? 

That  was  not  my  particular  way  of  doing  things.   I'm  much  more 
conservative  than  the  rest  of  what  PDSP  was  at  that  time.   I 
certainly  got  much  more  liberal  at  time  went  on.   But  yes,  they 
were  successful.   In  fact,  Betty  Neely,  who  was  the  university 
administrator  over  PDSP  in  the  very  beginning,  tells  the  story  of 
the  students  somehow  applying  for  van  money  and  then  just  said  to 
the  university,  "Here  it  is,  and  here's  what  we're  going  to  do 
with  it."   There  was  always  an  element  of  surprise;  the 
administrators  had  to  keep  checking.   But  at  the  same  time,  there 
was  a  certain  willingness  on  the  part  of  the  administrators  to  let 
this  program  be  what  it  wanted  to  be. 


Who  were  key  administrators  in  that  era? 
Neely.   Who  else? 


You  mentioned  Betty 


Yes,  and  the  other  person  that  was  an  administrator  at  that  time 
was  Arleigh  Williams.   They  both  looked  on  the  program  rather 
benignly,  and  John  Hessler  was  a  very  persuasive  person.   He  was  a 
good  negotiator,  and  he  could  sort  of  stand  tall  and  look 
professional  when  he  felt  like  it.   I  think  that  he  was  a  very 
important  link  in  those  early  days.   If  he  hadn't  been  around,  I 
think  there  would  have  been  much  less  tolerance  for  the  very  loose 
organization  that  PDSP  was. 

Is  there  anything  else  that  you'd  like  to  say  about  the 
relationship  between  the  university  administration  and  PDSP  at 
that  time? 

I  don't  think  so. 

You  were  hired  essentially  by  John  in  1975.   How  much  longer  did 
John  stay  there? 

He  left  in  October.   He  went  up  to  be  the  deputy  director  of  the 
Department  of  Rehabilitation  when  Ed  Roberts  was  appointed  by 
Jerry  Brown  as  the  director. 

So  who  took  his  place? 
Donald  Lorence. 
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Turmoil  at  PDSP  in  the  Late  Seventies 


Landes :   Was  it  a  change  for  you  and  the  staff  when  Don  became  the 
director? 

O'Hara:   Oh,  definitely  so.   Donald  had  been  the  assistant  director.   He 

had  made  himself  an  expert  in  social  security  issues,  regulations, 
and  general  advocacy  in  regard  to  agencies—mostly  Department  of 
Rehabilitation  and  Social  Security.   So  he  was  invaluable  in  that 
respect.   He  was  promoted  well  beyond  his  capacity.   He  really  was 
not  a  manager  in  any  sense  of  the  word.   It's  interesting  to 
reflect  on  these  grassroots  organizations  —  and  PDSP  certainly  was 
one- -when  the  founder  left,  there  was  big  trouble.   For  the  next 
four  years  there  was  virtually  no  management  there.   Services 
continued,  certain  elements  of  the  program  worked  very  well.   And 
others  —  there  was  some  cronyism,  there  was  budget  mismanagement, 
there  was  some  falsification  of  records.   It  actually  slipped  down 
pretty  far. 

Landes:   When  did  you  first  perceive  that  there  was  a  problem? 

O'Hara:   I  don't  know  exactly.   I  was  always  very,  very  busy  with  the 
residence  program.   So  I  was  not  always  directly--!  certainly 
always  needed  to  work  with  the  staff  of  PDSP,  but  I  wasn't 
directly  working  on  PDSP  projects,  and  I  didn't  get  too  involved 
in  that  cronyism.   Within  a  couple  of  years--!  would  say  by  1977, 
when  Zona  was  so  disgusted  with  it  she  quit--!  too,  with  Zona  and 
two  other  people,  went  to  the  administration  and  asked  for  relief 
for  PDSP. 

Landes:   When  you  say  you  went  to  the  administration  and  asked  for  relief, 
do  you  mean  that  — 

O'Hara:   We  wanted  a  change  in  the  administration. 

Landes:   You  wanted  the  director  changed.   What  was  the  response  of  the 
administration? 

O'Hara:   It  was  slow  at  first,  and  certainly  Zona  didn't  just  quit:  she 
spent  a  good  number  of  months  trying  to  get  this  situation 
straightened  out  by  documenting  things  to  the  administration.   I 
think  when  Zona  quit--I  don't  know  the  exact  sequence,  but  within 
the  year  after  that,  I  think  it  was  Norvel  Smith—who  was  over 
Betty  Neely— who  assigned  us  an  investigator,  who  I  believe  was 
[Professor  William  K.]  Sandy  Muir.   He  was  to  come  over  and  talk 
about  what  the  problems  were  and  try  to  get  it  straightened  out. 
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The  upshot  of  it  was,  after  much  discussion,  Sharon  Bonney  was 
hired  in  1979. 

Landes:   Do  you  remember  roughly  when  Zona  quit  and  when  you  went  to  the 
administration? 

O'Hara:   She  quit  in  '77,  which  means  probably  we  went  to  the 
administration  in  '76. 

Landes:   Was  Zona  one  of  those  that  went  to  the  administration  with  you? 
Who  else? 

O'Hara:   Yes.   There  were  four  of  us:  Nora  Laasi  was  the  other  one,  and  I 
can't  remember  who  the  fourth  person  was. 

Landes:   So  four  of  you  went  to  the  administration  in  '76.   Because  there 
was  no  relief,  Zona  quit  in  '77. 

O'Hara:   Yes.   She  was  actually  rather  harried  out  by  Donald  and  his 
cronies. 

Landes:   The  staff,  I  take  it,  was  split? 
O'Hara:   Absolutely.   It  was  terrible. 
Landes:   Into  pro-  and  anti-Don  Lorence  camps? 

O'Hara:   Yes,  some  pro-  and  anti-regularized  set  of  procedures.   It  had 

gotten  to  the  point  where  certain  students  were  getting  more  than 
others.   There  was  a  certain  amount  of  favoritism  going  on.   There 
were  friends  being  hired.   I  remember  probably  the  worst  example 
is  someone  was  on  the  payroll  and  literally  all  he  did  was  bake  a 
cake  for  the  staff  once  a  week.   This  is  hard  to  believe,  but  it 
had  really  sunk  to  that  level.   That  was  the  most  blatant  of  the 
financial  problems,  but  worse  was  the  cronyism  and  favoritism  that 
was  going  on. 

Landes:   What  was  your  morale  during  this  period? 

O'Hara:   When  I  was  really  busy  with  the  residence  program,  which  had  a 

separate  staff,  and  the  students  whom  I  really  enjoyed  being  with, 
I  was  fine.   But  it  really  gave  me  a  stomachache  to  be  in  the 
staff  meetings.   It  was  so  contentious.   It  seemed  to  lack  so  much 
integrity.   There  was  so  much  antagonism.   Everybody  needed  to 
talk  to  Donald  and  get  his  approval  for  various  things,  and  you 
knew  that  the  last  person  to  talk  to  him  was  the  person  who  would 
get  their  way.   If  you  went  in  first,  and  then  someone  else  came 
in  after,  he  would  be  persuaded  that  that  person  was  right,  and 
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that's  how  it  would  be  left.   He  also  had  a  serious  alcohol 
problem,  so  he  would  come  in  at  noon  or  two  o'clock  in  the 
afternoon.   You  can't  really  be  a  manager  if  you're  coming  in  that 
late.   It  was  altogether  very  bad,  and  it  was  partly  because  we 
were  so  far  from--we  were  a  couple  blocks  from  the  campus. 


Arrival  of  Sharon  Bonney  as  Director  of  PDSP,  1979 


Landes:   What  was  the  reaction  of  the  staff  when  the  administration  finally 
did  act? 

O'Hara:   It  was  a  long  process  from  '77  to  '79.   By  that  time,  the  staff 
was  more  or  less  resigned  to  the  fact  that  there  would  be  a  new 
administration.   Donald  was  still  present  when  Sharon  Bonney  came 
on  board,  but  he  was  eased  out  within  six  months. 

Landes:   When  you  say  he  was  present-- 

O'Hara:   He  was  made  assistant  director.   I'm  not  sure  exactly  how  they 
maneuvered  that,  but  that's  how  that  happened. 

Landes:   So  Sharon  was  brought  in  as  director  and  Donald  was  then 
essentially  demoted  to  assistant  director? 

O'Hara:   Right,  and  within  six  months  was  gone.   The  chief  wheelchair 

repair  mechanic  also  quit  because  he  didn't  approve  of  Sharon's 
appointment. 

Landes:  Who  was  that? 
O'Hara:  Chuck  Grimes. 
Landes:  Were  there  other  people  that  quit  because  Sharon  was  hired? 

O'Hara:   I'm  not  aware  that  there  were  any  that  were  directly  related  to 
that. 


Landes:   What  was  your  perception  of  Sharon  when  she  first  came? 

O'Hara:   I  thought  she  was  what  we  needed.   She  was  very  straightlaced,  the 
books  were  cleaned  up,  and  they  stayed  clean  during  her  entire 
tenure.   There  were  no  more  white-outs  on  attendance  records. 
Attendance  was  clean.   She  essentially  was  very  businesslike.   She 
brought  PDSP  to  the  attention  of  university  administrators,  and 
made  it  a  viable  department  again—maybe  at  the  expense  of  less 
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Landes: 
O'Hara: 
Landes : 
O'Hara: 
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O'Hara: 

Landes: 
O'Hara: 


Landes : 
O'Hara: 


camaraderie.   But  the  kind  of  camaraderie  that  existed  before  just 
wasn't  tolerable  in  my  opinion. 

When  you  say  "brought  it  to  the  attention  of  the  administration," 
you  mean  in  a  positive  sense. 

In  a  positive  sense.   She  would  schmooze  with  the  administrators 
and  point  out  the  value  of  this  program  and  point  out  the  need  for 
more  money  and  new  avenues  to  approach. 

So  she  was  advocating  for  the  program  and  the  philosophy. 
Yes,  very  diligently. 
How  was  she  selected? 

It  was  a  long,  arduous  process.   We  had  a  large  selection 
committee  at  that  time—not  just  interviewing—headed  by  Sandy 
Muir--he  stuck  with  it  through  the  whole  thing—and  I  think  there 
was  another  professor.   [Professor  Sheldon]  Shelley  Korchin  was 
the  co-chair.   And  Kurt  Lauredson  was  on  the  committee  also.   He 
was  head  of  the  Learning  Center  at  the  time  and  Sharon  would 
ultimately  report  to  him.   There  were  at  least  one  or  two 
student/staff--!  think  some  of  the  students  worked  for  PDSP--who 
were  on  the  committee,  who  did  not  want  the  change.   I  was  on  the 
committee.   We  did  a  national  search. 

And  how  long  did  this  take? 

We  interviewed--!  remember  very  definitely  adding  it  up— seventy 
hours  of  interviews.  We  interviewed  everyone  who  was  a  possible 
candidate.  I  think  it  took  months  to  come  up  with  this. 


Did  you  feel  positive  about  that  experience? 
process? 


About  the  selection 


It  was  difficult  because  there  was  a  lot  of  contention.   Again,  I 
think  it  was  partly  political,  little  power  plays.   But  Sandy  Muir 
is  really  quite  a  genius.   He  looks  more  mild-mannered  than  he  is 
--if  called  on  he  can  be  very  firm.   He  ran  that  committee  very, 
very  well  in  my  opinion.   It  was  definitely  a  positive  experience. 

He  was  the  chair  of  the  selection  committee? 

Yes. 

II 


Landes:   We've  been  talking  about  the  problems  in  the  PDSP  in  the  late 

seventies.   Why  do  you  think  this  happened?   Is  it  in  the  nature 
of  these  consumer-based  organizations,  or  were  there  other 
underlying  issues  at  stake? 

O'Hara:   I  tend  to  think  you're  right  to  some  extent  about  the  nature  of 
the  consumer-based  organization.   I  think  especially  that  people 
with  disabilities  had  almost  no  opportunities  before  this  time  to 
do  any  kind  of  management,  and  here  they're  into  managing  fairly 
large  amounts  of  money  and  a  program  of  serious  purpose,  and  with 
absolutely  no  management  experience.   John,  as  the  first  manager, 
just  happened  to  be  able  to  be  strong  enough  to  do  it,  and  he  did 
well  for  five  years.  Why  he  appointed  his  successor,  why  he  chose 
who  he  did,  I  don't  know.   I  think  again  it's  a  matter  of  lack  of 
savvy  about  management,  maybe  even  on  John's  part  in  those  days, 
because  Donald  just  simply  did  not  have  the  capabilities.   I  think 
it's  typical  of  the  seventies,  the  idea  of  questioning  authority, 
authority  might  even  be  totally  bad—we're  not  sure  [chuckles]. 
This  very  democratic  approach  to  running  something  almost  made 
PDSP  fall  to  the  ground,  and  eventually  it  came  to  its  senses.   It 
was  by  far  the  worst  period  that  PDSP  ever  went  through. 

Landes:   When  you  say  that  it  finally  came  to  its  senses,  whom  do  you 

credit  as  being  of  primary  importance  in  steering  it  in  a  better 
direction? 


O'Hara: 


Landes : 


O'Hara: 


I  think  Zona  and  Nora  took  the  leadership  in  this  group  of  four  of 
us,  and  they  had  the  courage  to  just  buck  the  majority  in  PDSP  and 
complain  out  loud  and  in  public.   I  think  that  that's  where  it 
started,  and  it  was  actually  a  long  time  before  we  got  enough  of 
the  administration's  attention  to  the  problems.   The  fact  that 
Sandy  Muir  finally  got  appointed- -then  I  would  give  Sandy  the 
credit  for  straightening  it  out,  because  he's  the  one  who  actually 
came  in  and  looked  at  the  problems.   The  university  auditor  was 
sent  in  and  just  was  appalled  at  the  lack  of  records  and  badly 
kept  records. 


Were  there  any  consequences  when  the  auditor  came  in? 
just  part  of  the  overall  process? 


Or  was  that 


The  consequence  of  that  was  very  important  for  the  selection  of 
the  next  director,  because  it  was  obvious  that  PDSP,  if  it  was 
going  to  survive  at  all,  had  to  have  someone  who  was  a  manager  and 
could  really  hold  it  together. 
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Landes: 


O'Hara: 


Before  moving  on  to  the  period  in  which  Sharon  becomes  director, 
in  April  of  1977  there  was  the  504  sit-in  in  San  Francisco.  Did 
PDSP  staff  play  any  role  in  that? 

Hardly  at  all,  as  I  recall.   There  was  at  least  one  student  that  I 
can  think  of,  Bill  Blanchard,  who  actually  sat  in.   But  for  some 
reason,  I  don't  think  there  was  —  some  of  us  attended  some  of  the 
outdoor  rallies,  but  that  was  it. 


Description  of  Residence  Program 


Landes:   We've  been  talking  a  lot  about  the  disabled  students  program 

itself.  You  were  in  charge  of  the  residence  program.  What  seemed 
important  to  you  about  the  residence  program  as  it  existed  in  that 
period? 

O'Hara:   I  think  I  realized  what  was  important  after  a  few  years,  because  I 
noticed  that  it  was  really  quite  a  phenomenal  program.   Almost 
every  single  student  that  went  through  ended  up  successfully 
completing  the  goals  of  the  program,  which  actually  happened  to  be 
the  students'  goals  also.   It  was  a  transitional  program—it  still 
is--for  severely  disabled  students  in  their  first  year  at  Cal. 
All  wheelchair  users,  a  good  number  of  quads,  and  people  with 
severe  cerebral  palsy  and  muscular  dystrophy,  and  we  had  a  couple 
of  people  with  polio  back  in  the  early  days.   The  purpose  of  the 
program  was  to  provide  an  environment  where  students  could  learn 
the  skills  of  independent  living  and  to  provide  enough  back-up 
support  that  they  could  confidently  leave  their  home  or  their 
nursing  home  in  the  first  place.   They  know  they  would  have  the 
coverage  for  personal  care  that  they  needed.   So  we  had  a  twenty- 
four-hour-a-day  program  of  assistance.   I  had  staff  on  duty 
twenty- four  hours  a  day,  seven  days  a  week. 

Landes:   And  you  hired  the  staff? 

O'Hara:   Yes.   And  this  staff  in  turn  would  help  the  students  hire  their 

own  attendants,  actually  right  down  to  the  point  of  sitting  in  on 
interviews,  coaching  about  interviews  beforehand,  being  present  if 
a  student  needed  to  fire  somebody- -if  they  were  scared  that  there 
would  be  retribution—and  learning  how  to  streamline  their  daily 
routine.   Most  of  them  had  been  living  at  home  and  been  integrated 
in  their  family  residence  and  didn't  even  know  where  clean  laundry 
came  from:  it  just  appeared.   So  now  they  had  to  manage  not  just 
their  laundry,  but  most  of  them  had  not  handled  bank  accounts 
before,  and  they  were  getting  several  hundred  dollars  in  those 


days--in  the  earliest  days  maybe  $500--for  attendant  care  each 
month,  which  was  a  lot  of  money  for  an  eighteen-year-old  to  be 
managing.   Plus  SSI  money,  which  in  those  days,  I  think  was  $200 
or  $300.   They  had  to  open  a  bank  account,  learn  to  manage,  learn 
to  pay  people  on  time,  learn  to  be  a  good  employer  basically. 
Most  of  them  hired  between  four  and  eight  people  for  their 
personal  care  and  other  needs. 

Meanwhile,  our  staff  was  there  if  they  didn't  hire  well  or 
if  one  of  their  personal  attendants  didn't  show  up.   Our  staff 
would  be  backup  for  the  year,  whenever  they  needed  them. 

Landes:   How  many  people  were  on  the  residence  program  staff?  How  many 
people  did  you  manage? 

O'Hara:   Oh,  probably  ten,  but  none  of  them  were  full-time. 

Landes:   What  do  you  think  you  brought  to  this  job  in  the  sense  of  your  own 
experience  of  developing  independent  living  skills?   Do  you  feel 
that  you  were  a  role  model  for  the  students? 

O'Hara:   Oh,  I  suppose.   Yes,  I  could  see  that  I  was  a  role  model  more  in 
the  eyes  of  the  parents  sometimes  than  even  the  students.   The 
parents  would  not  know  that  I  was  disabled,  having  talked  with  me 
on  the  phone.   I  usually  forgot  about  it  and  would  see  no  reason 
to  mention  it  anyway.   Then  when  they  saw  me,  sometimes  they-- 
again,  the  intake  of  breath  and,  "Oh!"   Sometimes  over  the  phone, 
before  they  met  me,  they  would  say  things  like,  "Are  you  sure  you 
can  get  into  these  dormitories  if  you're  in  a  wheelchair?"  Of 
course  I  was  sure,  because  I  did.   There  was  definitely  role 
modeling  going  on. 

The  other  thing  I  think—and  I  only  saw  this  in  retrospect 
some  years  after--!  didn't  see  why  everybody  couldn't  learn  these 
independent  living  skills,  and  that  was  the  sense  I  think  I 
communicated  to  the  students.   Society  has  very  low  expectations 
of  people  with  disabilities.   Our  program  had  high  expectations, 
and  students  responded  to  that.   You  almost  had  to  prove  you 
couldn't  live  independently  before  we'd  actually  believe  you. 
Expectation  of  success,  combined  with  much  learning  from  peers,  is 
powerful. 

Landes:   Did  you  have  a  lot  of  one-to-one  contact  with  the  individual 
students? 

O'Hara:   A  lot. 

Landes:   How  many  students  in  a  typical  year  were  part  of  the  program? 


O'Hara: 


Landes : 


O'Hara: 


Anywhere  from  five  to  ten.   More  than  that  sometimes, 
had  as  many  as  thirteen  one  year. 


I  think  we 
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And  how  often  on  the  average  would  a  student  show  up  to  the  office 
or  would  have  direct  contact  with  you? 

In  the  beginning  there  was  lots  of  daily  contact,  because  I  was 
over  at  the  dorms,  a  lot  of  times  working  out  real  nitty-gritty 
kinds  of  things  like  the  phone  didn't  work.   I  see  in  my  notes 
that  I  read  today  that  I  looked  all  over  for  a  liquid  padding  for 
somebody's  elbow.   I  mean,  it's  that  kind  of  stuff  that  I  was 
always  involved  in—the  troubleshooting. 

You  did  a  lot  of  troubleshooting  and  a  lot  of  problem-solving? 
Yes.   With  the  students  and  sometimes  with  their  parents. 

Do  you  have  an  example  of  a  particularly  difficult  problem  that 
took  a  while  to  develop  a  solution? 

I  can  think  of  a  couple  that  never  really  got  solved.   We  had  a 
brain-injured  student  in  the  program  after  several  years,  and  none 
of  us  had  any  experience  with  brain  injuries.   It's  a  whole 
different  set  of  problems  for  people  with  spinal  cord  injuries  or 
cerebral  palsy  or  something  like  that.   The  memory  issues  were 
very  serious,  and  he  was  trying  to  see  if  he  could  go  to  class, 
and  he  couldn't  even  remember  how  to  get  to  class  much  less  what 
he  was  trying  to  learn.   Some  of  his  inhibitions  were  not  terribly 
well  under  control,  and  he  would  approach  some  of  the  women  on  my 
staff  quite  aggressively,  and  they  would  be  frightened.   We  had 
all  kinds  of  difficulties,  and  I  spent  a  good  part  of  every  day 
for  six  weeks  at  the  beginning  of  the  year  with  that  young  man 
until  he  finally  had  to  leave.   We  realized  that  we  were  into 
something  that  we  couldn't  handle.   That's  probably  an  extreme 
example,  but  most  of  the  things  I  solved  or  attempted  to  solve 
were  more  solvable. 

Any  particularly  humorous  stories  from  that  era? 

Probably,  but  I  can't  think  of  any  right  now.   One  thing  I  do 
remember  is  the  entrance  of  Mark  O'Brien  to  the  dorms.   I  think 
that  was  in  '79. 

Mark  O'Brien  is  the  man  that  just  was  the  subject  of  an  Oscar- 
winning  documentary? 

Yes.   He  had  been  living  at  Fairmont  Hospital  I  think  for  a  year 
or  two.   All  my  staff  and  I  went  out  to  Fairmont  to  learn  how  an 
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iron  lung  works,  because  we  needed  to  know  that  in  order  to 
properly  assist  him.   Previous  to  this,  Mark  had  been  turned  down 
by  the  admissions  office.   They  didn't  think  he  was  qualified. 

Landes:   Academic  reasons? 

O'Hara:   Yes.   And  I  was  beginning  to  wonder  myself  if  our  staff  could 
provide  what  he  needed.  At  that  point,  Karen  Topp  and  I  were 
working  very  closely  together,  and  I  recall  Karen  saying,  "Of 
course  we  can  handle  this.   Of  course  we  can  give  him  the 
assistance  that  he  needs."  So  he  was  in  by  virtue  of  Karen's  very 
strong  advocacy. 

Anyway,  the  day  came  when  he  was  to  come  into  the  dorms,  and 
we  had  discovered  that  the  iron  lung,  which  is,  I  think,  about  six 
or  seven  feet  long  and  640  pounds,  didn't  fit  in  the  elevator  to 
the  dorms.   And  we  didn't  have  any  bedrooms  on  the  first  floor. 
So  I  had  to  hire  a  crane.   Someone  brought  the  iron  lung  in  a 
little  pickup  truck  that  morning.   We  knew  we  were  under  a  time 
crunch,  because  at  that  time  he  could  be  out  of  the  lung  about 
eight  hours.   Someone  brought  the  iron  lung  in  this  little  pickup 
truck.   We  had  a  huge  crane  with  an  operator. 

Then  the  question  was  "We  can't  just  sort  of  wing  it  at  the 
window."   It  did  just  fit  in  the  window,  but  what  to  do  with  640 
pounds  as  it's  crashing  in?   I  knew  one  of  the  gardener 
supervisors  on  campus,  and  he  said  he  would  get  me  ten  gardeners 
to  two-by-two  shoulder  that  iron  lung  as  it  came  into  the  room  to 
keep  it  level  until  it  got  through  the  window,  and  then  they  would 
lower  it  to  the  floor.   That  is  exactly  what  happened.   We  had 
photographers,  and  there  was  a  television  station  there.   I  did 
arrange  the  photographer,  and  I  think  Mark  called  for  the 
television.   A  great  huzzah  went  up  when  the  whole  thing  got  in 
there  and  in  good  time.   The  whole  thing  was  done  within  two  hours 
instead  of  the  eight  hours  we  thought  we  were  going  to  need.   It 
was  like  a  barnraising.   It  was  very,  very  exciting.   The 
gardeners  had  something  to  talk  about,  and  I  did,  and  it  was  very 
thrilling  to  be  able  to  do  that.   It  was  a  challenge.   In  fact,  my 
whole  thirteen  years  at  the  residence  program  were  just  one 
challenge  like  that  after  another.   It  was  a  very  fun  job. 

Landes:   You've  mentioned  that  you  felt  that  the  program  was  successful. 
What  made  it  successful? 

O'Hara:   Aside  from  a  decent  set  of  finances  which  the  Department  of 

Rehabilitation  provided  us—which  we  needed—we  had  adequate  funds 
for  staffing.   I  think  what  made  the  individual  student  learn  the 
skills  and  be  able  to  move  out  of  the  dorms  the  second  year  is 


just  an  innate  drive  for  growth.   Sometimes  I  watch  two-year-old 
children,  and  they  don't  just  sit  still;  they  strive  to  walk. 
They  strive  to  get  one  little  bit  further  than  what  you  think 
they're  going  to.   I  saw  it  in  the  students  too.   Given  the 
opportunities  —  sort  of  like  the  two-year-old's  mother  protects  him 
from  sharp  corners,  that's  all  we  did:  we  protected  them  from 
sharp  corners—they  just  took  off. 

I  don't  mean  that  they  were  babies.   But  I  think  that  the 
drive  to  achieve,  the  drive  to  be  independent,  is  there.   Almost 
anybody  can  learn  it.   Certainly  some  don't  learn  it  as  well  as 
others,  but  I  think  that  the  vast  majority  of  our  students  were 
very  good  managers  by  the  time  they  left.   Almost  all  of  them  were 
able  to  live  independently.   I'd  say  less  than  5  percent  were  not 
able  to  do  it  when  they  were  through  with  the  program. 


Relationship  with  California  Department  of  Rehabilitation 


Landes:   You've  mentioned  the  Department  of  Rehabilitation.   How  directly 
did  you  work  with  the  Department  of  Rehabilitation  staff?   You've 
mentioned  Karen  Topp  and  John  Velton. 

O'Hara:   And  other  counselors.   For  a  period  of  time,  Karen  had  almost  all 
the  students  in  our  program  as  their  counselor.   But  that  wasn't 
always  true,  and  sometimes  someone  from  another  state  or  someone 
from  even  another  county  would  choose  to  keep  the  student  as  their 
client.   In  "76  I  went  around  to  a  lot  of  offices  of  the 
Department  of  Rehabilitation— all  the  way  down  to  Los  Angeles- -and 
gave  presentations  on  the  program. 

I  did  work  closely  with  Karen  and  the  contract  supervisor, 
John  Velton,  and  then  with  the  Sacramento  office  about  negotiating 
the  contract.   We  had  our  ups  and  downs.   Not  Karen  and  John,  but 
the  department  itself  and  I  had  our  ups  and  downs. 

Landes:   The  higher  echelons  of  the  department? 

O'Hara:  Yes.  When  Ed  was  in  [as  director  of  the  California  Department  of 
Rehabilitation]  we  were  pretty  well  protected,  but  after  Ed  left, 
from  '83  to  this  day,  there  are  ups  and  downs. 

Landes:  In  terms  of  financing  and  whether  or  not  you're  going  to  get  your 
contract  renewed? 


O'Hara:   Yes.   We  felt  that  the  top  level  of  administration  of  the 

Department  of  Rehabilitation  sometimes  didn't  really  know  or 
understand  the  needs  of  severely  disabled  people.   We  felt  that 
that  not  everybody  in  the  department  was  supportive  of  our 
particular  goals,  maybe  not  even  to  be  trusted. 

Landes:   It  probably  costs  quite  a  bit  per  student. 
O'Hara:   It  does.   It's  very  expensive. 
Landes:   It's  an  expensive  program. 

O'Hara:   I  always  felt,  though,  that  if  I  were  a  parent  and  could  achieve 
for  my  son  or  daughter  in  one  year  what  the  program  did  for 
$10,000  to  $20,000  per  student,  I  would  find  the  money.  And  I 
always  spent  the  money  as  if  it  was  my  own:  very  carefully.   But 
yes,  it  was  expensive  per  student. 

Landes:  When  you  went  to  the  offices  of  the  Department  of  Rehabilitation 
around  California,  what  was  the  reception  of  counselors  when  you 
spoke  about  the  program?  Were  they  skeptical? 

O'Hara:   It  was  a  mix.   Some  were  not.   Some  were  very  interested.   We  did 
get  some  referrals  as  a  result  of  these  trips.   Some  were  rather 
noncommittal.   I  don't  think  anyone  was  particularly  skeptical.   I 
think  a  lot  of  them  did  not  have  severely  disabled  clients.   That 
was  a  bit  of  an  eye-opener  to  me.   I  thought  that  was  the  purpose 
of  the  department.   But  there  are  other  clients  besides  severely 
physically  disabled.   I  was  surprised  at  how  few  they  had. 

Landes:   In  addition  to  Karen  Topp  and  John  Velton,  are  there  other  people 
from  within  the  Department  of  Rehabilitation  that  you  think  were 
important  to  the  ongoing  success  of  the  program? 

O'Hara:   You  mean  in  the  post-Ed  era  or  during  Ed's  time? 
Landes:   Both.   I'm  thinking  more  locally  rather  than  the  state. 
O'Hara:   Oh,  locally?   Important  to  the  success  of  the  program? 

Landes:  Or  that  were  very  supportive  and  hands-on  in  a  positive  way  when 
they  had  consumers  in  the  program. 

O'Hara:   There  were  some  counselors  that  were  quite  supportive.   What  I  did 
realize  after  Karen  and  John  both  left  for  various  reasons  is  that 
they  had  been  a  bit  of  a  buffer  for  us,  between  me  and  the 
department.   Karen  and  John  really  believed  in  the  efficacy  of  the 
program.   I  don't  think  that  the  department  as  a  unit  did. 
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Coordinating  Committee  to  Remove  Architectural  Barriers 


Landes:   You  became  a  member  of  the  Committee  to  Remove  Architectural 
Barriers  at  Cal.   When  did  this  happen? 

O'Hara:   I  don't  know.   I  belonged  to  it,  I  think,  since  the  beginning  of 
time.   It  must  have  been  shortly  after  I  signed  on  to  PDSP,  and 
the  committee  was  quite  an  effective  committee  for  the  reason  that 
whoever  designed  it  in  the  beginning  made  sure  that  there  were 
people  from  some  of  the  power  centers  on  the  campus:  the  executive 
assistant  to  vice  chancellor  for  business  was  there,  and  there  was 
always  a  delegate  from  facilities  management.   There  were  rather 
high-ranking  people.   Not  vice  chancellors,  but  certainly  close  to 
vice  chancellors. 


Landes : 
O'Hara: 


This  committee  was  mandated  to  review  all  remodeling  and 
construction  plans  and  to  receive  complaints  about  access  on  the 
campus  and  do  something  about  it.   Advocate  for  change,  actually- - 
we  had  a  small  fund  of  about  $10,000  that  we  could  allocate  for  a 
small  repair  here  and  there  or  maybe  an  electric  door  or  something 
like  that.   But  our  job  was  mainly  to  assure  accessibility  of  the 
campus  and  to  advocate  for  major  changes. 

As  a  result  of  that,  several  of  us  just  became  very  well 
known  on  the  campus.   We  covered  every  square  inch  of  that  campus 
all  the  time  and  knew  the  buildings  inside  and  out,  and  we  could 
make  people  nervous  by  going  around  with  our  clipboards  [laughs]. 

How  were  you  chosen  for  this  committee? 

Oh,  I  don't  know.   Probably  just  because  I  was  willing.   It  was 
not  especially  an  honor.   Well,  for  one  thing,  they  needed  people 
with  disabilities  on  the  committee,  and  that  was  another  thing  to 
their  credit:  there  was  always  somebody  there  who  was  actually  a 
user  of  the  access. 


Landes:   Who  were  some  of  the  other  disabled  people? 

O'Hara:   Mary  Ann  Hiserman,  who  I  think  came  on  board  around  the  late 
seventies.   Sharon  Bonney,  when  she  became  director  of  PDSP. 
There  was  someone  from  Career  Planning  and  Placement- -who  is  no 
longer  there--Jim  Leinen.  We  tried  to  get  students  involved  in 
it,  but  very  rarely  could  we  because  that  kind  of  change- 
remodeling  and  construction—is  very  tedious.   You  have  to  look  at 
plans,  the  architects  come  back,  they  make  changes,  they  may  try 
to  cut  corners  and  you  don't  want  those  corners  cut,  and  you  may 
have  to  compromise.   So  it's  back  and  forth  and  back  and  forth.   I 


never  could  get  students  involved  for  long  in  that  tedious 
process.   As  much  as  I  wanted  to,  I  couldn't.   They'd  get  involved 
where  it  was  a  quick  and  dirty  thing  where  it  could  be  a  nice, 
loud  protest.   But  they  didn't  have  the  patience  for  the 
committee. 

Landes:   So  you  were  on  that  committee  for  most  of  your  tenure  at  the 
Disabled  Students  Program? 

O'Hara:   Yes.   And  it  took  us  all  over.   Access  in  Zellerbach  [Auditorium], 
access  in  the  Greek  Theater,  Wheeler  Hall,  classrooms, 
laboratories,  residence  halls,  curb  ramps  all  over  the  campus. 
And  we  often  got  into  programmatic  access  also,  which  has  to  do 
with  not  so  much  architectural  barriers,  but  figuring  out  how 
individuals  with  disabilities  could  fully  participate  in  programs. 

Landes:   Can  you  think  of  examples  of  programmatic  access  that  you  worked 
on? 

O'Hara:   A  lot  of  times  it  didn't  have  to  do  with  the  committee.   My  work 
was  all  over  the  campus,  on  just  about  anything  you  could  think 
of.   I  was  on  the  library  task  force,  for  example,  to  establish 
library  policy  that  would  make  their  procedures  more  accessible. 
Very  often  that  was  a  programmatic  kind  of  thing—for  instance, 
the  professors  have  a  service  where  they  can  have  books  delivered 
to  their  own  office.   So  we  were  able  to  piggyback  on  that 
service  —  the  same  delivery  would  bring  books  to  DSP  and  students 
could  pick  them  up  there.   They  could  order  them  from  home  and 
then  pick  them  up  at  DSP. 

Landes:   Was  the  library  staff  amenable  to  your  suggestions? 

O'Hara:   Oh,  definitely.   We  spent  long  hours  working  on  procedures.   A 
couple  of  times  it  was  because  there  would  be  a  student  who  was 
extremely  demanding,  and  the  librarians  would  think,  "Oh,  the 
person  is  disabled,  so  I  have  to  give  them  everything  they're 
asking  for  or  demanding."   That's  where  common  sense  came  in,  and 
I  was  there  to  say,  "No,  you  don't.   You  don't  have  to  give  them 
everything  they  demand.   Let's  be  reasonable  here."   These 
situations  resulted  in  policy  development,  and  I  played  a  role  in 
that. 


Landes:   Bring  in  a  little  common  sense  to  them? 

O'Hara:   I  did  probably  hundreds  of  presentations  all  over  the  campus  about 
trusting  your  own  common  sense,  or  orienting  people  to  disability 
and  the  basic  needs  of  students.   But  the  library  access  was  the 
one  I  spent  a  lot  of  time  on. 
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Landes ; 


O'Hara: 


Landes : 


O'Hara: 


Are  there  examples  of  your  work  in  architectural  barriers  that 
stick  out  as  being  particularly  meaningful  to  you?  Any  one  big 
project  that-- 


There's  nothing  I  alone  could  take  credit  for. 
as  a  team. 


We  really  did  work 


I  meant  as  a  group, 
success  was? 


as  a  team.   What  do  you  feel  that  the  biggest 


Well,  we  had  some  successes,  and  some  of  them  have  endured,  and 
some  of  them  haven't.   One  of  the  ones  I  was  very  proud  of  that 
did  not  endure  was  the  automatic  doors  to  the  indoor  ticket  sales 
area  at  Zellerbach  Hall.   And  worked  out  a  design  for  a  little 
drawer  where  you  could  go  up  and  in  order  to  buy  your  ticket  they 
would  push  this  little  drawer  out.   You  could  put  your  money  or 
your  credit  card  in,  and  then  they'd  slide  the  card  back  to  you-- 
because  their  counter  was  so  high.   For  some  reason,  they  couldn't 
change  the  counter,  but  this  drawer  would  serve  the  exact  same 
purpose.   Now  they  somehow  have  changed  this.   The  automatic  doors 
are  out  of  commission,  they  don't  use  the  same  ticket  booth,  and 
they  now  are  back  to  a  higher  counter  and  it's  kind  of 
discouraging  to  think  about. 


Landes:   Susan,  you  were  talking  about  Zellerbach. 

O'Hara:   Yes.   Also  in  regard  to  Zellerbach,  in  the  seventies  we  also 

worked  with  the  managers  of  Zellerbach,  because  the  balcony  was 
not  accessible.   I  think  they  were  the  first  theater  in  the  Bay 
Area—that  I  know  of,  anyway— that  was  willing  to  lower  the  price 
of  a  higher-priced  location,  because  they  weren't  able  to  offer 
[accessible]  seats  in  the  cheaper  location.   And  to  this  day  they 
have  stuck  to  that,  and  they've  done  a  good  job  with  it.   We  also 
carved  out  spaces  in  Zellerbach— found  money  to  carve  out  the  back 
row.   It  required  recarpeting  and  making  a  little  ramp  under  the 
carpeting.   Quite  a  bit  of  money.   Now  this  is  used  for 
videotaping,  much  to  my  chagrin.   It's  not  often  used  for  disabled 
seating  anymore,  and  I  feel  bad  about  that. 

We  worked  with  managers  of  all  the  campus  theater  areas  to 
provide  seating  space  for  people  in  wheelchairs:  Wheeler,  the 
Greek  Theater,  the  stadium.   The  stadium  built  a  huge  perch  at  the 
fifty-yard  line  on  the  student  rooters'  side  for  people  in 
wheelchairs  and  companions.   It  actually  was  an  excellent  site, 
and  it  worked  out  pretty  well.   A  lot  of  my  job  was 


51 


troubleshooting  when  it  didn't  work  well.   I  enjoyed  that 
enormously;  it  was  real  problem  solving. 


Other  Related  Activities 


Landes:   Let's  go  back  to  the  residence  program.   You've  talked  a  lot  about 
the  troubleshooting  and  problem  solving  that  you  did.   What  else 
would  you  do  on  a  daily  basis  that  was  part  of  your  job? 

O'Hara:   Funny  you  should  ask  [laughs],  because  a  lot  of  what  I  did  was  a 
reflection  of  the  optimism,  I  think,  of  the  seventies  and  the 
early  eighties.   If  you  educated  people  enough  and  talked  with 
them,  you  could  change  the  environment.   That  was  behind  a  lot  of 
these  access  things  too;  I  mean,  we  actually  did  make  some 
changes.   I  did  so  many  presentations  and  paid  special  attention 
to  the  housing  staff,  because  we  worked  very  closely  with  them  in 
the  dorms.   In  orientation  for  our  students  with  disabilities,  I 
would  bring  in  representatives  from  all  over  the  city:  BORP 
[Berkeley  Outreach  Recreation  Program;  now  Bay  Area  Outreach 
Recreation  Program]  and  SSI  [Supplemental  Security  Income],  IHSS 
[In-Home  Support  Services],  the  fire  department,  whatever  I 
thought  they  needed  to  know  about.   Sometimes  I  actually  went  with 
students  to  the  Social  Security  office  just  to  be  backup  for  them, 
because  it's  kind  of  an  intimidating  experience.   I  was  involved 
in  library  tours  with  the  students.   I  always  thought  that  was 
extremely  important.   I  gave  a  lot  of  tours  of  the  campus  and 
residence  halls  to  potential  students  and  their  parents.   That  was 
a  lot  of  my  time.   In  those  days  we  were  practically  the  only  game 
in  the  country  that  had  so  much  freedom  and  such  a  neat  set  of 
services  for  severely  disabled  students.   So  it  was  satisfying  to 
introduce  so  many  people  to  the  program. 

Also,  twice  a  year  we  put  on  a  dinner  for  Stanford  medical 
students  so  they  could  meet  with  our  students.   The  medical 
students,  who  had  actually  no  training  in  post-acute  care,  would 
get  to  see  how  young  disabled  people  were  able  to  live  after  they 
get  out  of  the  hospital. 

I  hope  we  made  an  impact.   I  liked  doing  it  because  I 
thought  we  were  making  an  impact. 

Besides  a  lot  of  interacting,  I  did  a  lot  of  things  as  part 
of--I  just  made  them  part  of  my  job.   I  worked  with  the  Kids 
Project  for  a  while—not  as  an  employee,  but  I  actually  made  some 
presentations  in  schools. 
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Landes:   What  was  the  Kids  Project? 

O'Hara:   KIDS  stands  for  Keys  to  Introducing  Disability  in  Schools.   It 

doesn't  stand  for  exactly  that  anymore,  but  that  was  the  original 
name.   What  they  would  do  is  have  disabled  adults  go  to  classrooms 
and  talk  with  students  and  let  students  ask  a  lot  of  questions. 
That  was  in  grammar  schools  mostly.   I  did  it  a  few  times;  I 
worked  with  Access  California  with  Marilyn  Golden  on  a  few 
presentations,  as  I  recall  also.   I  worked  with  f ilmmakers--this 
was  such  an  exciting  concept  in  the  seventies,  and  it  was  such  an 
optimistic  time.   I  even  went  on  what  turned  out  to  be  an 
extremely  boring  TV  program  [laughs].   I  worked  with  architects--! 
took  architects  on  tours  of  the  campus  to  show  them  these  little 
gizmos  we  had  invented.   I  think,  I  actually  do  think,  I  started, 
one  thing  I  can  take  credit  for,  is  the  two-level  buttons  —  big 
six-inch  buttons  —  that  you  push  for  an  automatic  door.   The  bottom 
level  was  my  idea,  on  the  campus.   We  started  installing  those,  I 
think,  in  the  late  seventies. 

Landes:   What  do  you  mean  by  the  bottom  level? 

O'Hara:   Most  often,  the  standard  level  for  a  push  button  if  you  want  to 
open  an  automatic  door,  is  at  hand  level  about  thirty  inches  off 
the  ground  for  a  person  in  a  wheelchair.   What  I  came  up  with  was 
putting  one  of  those  buttons  at  the  foot  pedal  level  so  somebody 
who  couldn't  use  their  hand  would  be  able  to  hit  it  with  their 
foot  pedal. 

Landes:   So  those  doors  would  have  dual  buttons. 

O'Hara:   Right.   All  the  campus  doors  have  dual  buttons.   We  started  with 
Cowell  Hospital,  which  of  course  is  no  more,  so  the  first  one  I 
thought  of  is  gone  [laughs].   But  the  concept  lives  on. 

Landes:   Did  they  save  it  and  put  it  in  a  museum  somewhere?   [chuckles] 
O'Hara:   I  don't  think  so. 

I  spent  a  long  time  meeting  with  the  fire  department  in  the 
first  year,  because  we  needed  to  work  out  a  system  where  if  we  had 
ten  or  twelve  disabled  students  in  a  given  set  of  four  dorms--in  a 
unit,  they're  called- -we  needed  to  be  able  to  make  sure  they  would 
get  rescued  if  there  was  something  serious  going  on.   So  we  did 
work  out  a  good  plan  with  the  fire  department. 

Landes:   You  informed  the  fire  departments  exactly  where  these  disabled 
students  lived? 
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O'Hara:   Yes.   And  to  this  day,  if  you  go  around  Unit  1,  you  can  see  rather 
large  wheelchair  symbols  in  the  windows  of  the  students  who  live 
there.   We  didn't  just  inform  the  fire  department;  we  worked  with 
them  to  come  up  with  some  concepts  that  we  could  all  live  with. 
We  came  to  the  table  with  stereotypes  of  each  other,  and  ended  up 
working  together  very  well. 

Landes:   Where  is  Unit  1? 

O'Hara:   Unit  1  is  where  the  residence  program  is  now,  and  it's  at  Durant 
and  College. 

Landes:   And  there  would  be  a  few  students  in  each  of  the  four  buildings  in 
that  unit? 


O'Hara:   The  lowest  level  of  bedrooms,  and  that  was  always  the  second 
floor. 

Landes:   Do  you  have  observations  about  the  changing  perception  that 

nondisabled  students  had  of  disabled  students  during  the  late 
seventies  —  the  first  five  years  that  you  were  there? 

O'Hara:   I'm  not  sure  how  much  anybody's  perception  has  changed  of  anybody. 
In  my  most  optimistic  moments  I  thought  we  were  really  broadening 
horizons.   I  have  to  confess  that  I  think  even  to  this  day  there's 
a  great  deal  of  fear  among  nondisabled  people  about  people  with 
disabilities.   I  think  it's  probably  somewhat  better,  but  I  think 
in  general  it's  not--I  just  don't  see  that  much  change.   I  don't 
see  that  much  change  in  the  other  civil  rights  movements  either, 
at  base.   Legally,  yes--attitudinally,  I'm  not  so  sure. 

Landes:   Are  there  ways  in  which  you  continued  to  develop  ways  of  educating 
people  about  the  disabled  students? 

O'Hara:   Right  now? 

Landes:   Over  the  tenure  of  your  time  at  DSP. 

O'Hara:   Toward  the  end  of  the  eighties,  the  number  of  presentations 

diminished—partly  because  I  was  extremely  busy  managing  all  of 
DSP,  but  also  I  think  I  had  less  confidence  that  presentations 
about  disability  were  going  to  make  a  huge  difference,  even  though 
after  those  presentations  people  always  would  say,  "That  was 
really  interesting.   I  learned  a  lot,  I  felt  better."   Maybe  we 
made  a  difference;  I  don't  know. 

Landes:   But  you're  really  not  confident  that  you  did. 


O'Hara:   No.   But  we  had  a  good  time  doing  it  [laughs].   When  I  was 

director  of  DSP,  from  1988  on,  I  remember  spending  time  with 
individual  professors,  working  out  mutually  acceptable 
accommodations  for  student  needs. 

Landes:   Were  there  conflicts  between  disabled  students  and  nondisabled 
students? 

O'Hara:   No.   Most  likely  it  was  students  being  ignored  than  anything  else. 
Landes:   Or  patronized? 

O'Hara:   Oh,  I  don't  know  that  there  was  much  patronizing.   I  remember 
students  telling  me  that  at  a  barbecue,  for  example,  when  they 
have  all  the  dorm  [residents]  out  there,  when  the  disabled  student 
wanted  to  get  from  point  A  to  point  B,  everybody  would  be  happy  to 
move  for  them—that  wasn't  the  issue.   But  there  was  no 
circulating—well,  I  shouldn't  say  none,  because  certainly  many 
students  were  quite  successful  socially.   But  as  often  as  not  they 
would  be  ignored  unless  they  initiated  something—a  conversation, 
for  example. 

Landes:   Probably  not  unlike  other  minority  ethnic  groups. 
O'Hara:   Yes.   Exactly. 

Landes:   That  sounds  as  though  it's  something  that  DSP  didn't  have  a  lot  of 
success  in  changing. 

O'Hara:   1  don't  know  how  much  attitude  we  changed;  it's  impossible  to 
measure.  We  certainly  made  progress  on  campus  in  terms  of 
opportunities  for  students  with  disabilities.   As  far  as  gut-level 
attitude,  I  don't  know. 

Landes:   Does  that  leave  you  discouraged? 

O'Hara:  I  think  I  did  the  best  I  could  in  terms  of  my  work.  No,  I  don't 
think  it  was  exactly  discouraging;  it  makes  me  wonder  if  it  will 
ever  change.  And  I  suppose  if  I  let  it  it  would  be  discouraging. 

Landes:   Do  you  have  observations  about  changes  in  the  broader  Berkeley 
disabled  community  in  the  late  seventies?  CIL  has  been  in 
existence  since  1972.   You  mentioned  BORP  a  moment  ago. 

O'Hara:   Everybody  was  riding  high  in  the  seventies.   It  was  a  very 

exciting  time,  because  I  think  we  all  felt  that  opportunities  were 
opening  up,  and  in  fact  they  were.   DREDF  [Disability  Rights 
Education  and  Defense  Foundation]  was  founded  in  1979  as  an 


55 


offshoot  of  the  Disability  Law  Resource  Center  at  CIL,  and  that 
was  certainly  an  approach  that  holds  firm  to  this  day:  the  legal 
approach  to  change.   I  think  that  a  number  of  the  organizations 
have  lost  their  luster.   I  think  CIL's  heyday  was  twenty  years 
ago,  and  I  think  that's  true  for  DSP  too.   After  the  mid-eighties 
at  least,  it  lost  some  of  its  luster. 

Landes:   In  the  sense  that  it  became  more  perfunctory  just  carrying  on 
programs  that  had  been  long  established? 

O'Hara:   Right.   And  in  the  case  of  DSP,  toward  the  late  eighties  and  early 
nineties,  the  numbers  of  students  was  up  to  800  and  some,  and  the 
budget  was  going  down.   When  I  was  there,  I  think  the  budget  was 
$1.3  million—when  I  started  in  '88.   It  went  downhill  from  there. 

Landes:   "When  you  started"--you' re  talking  about  later. 
O'Hara:   As  director  of  DSP,  yes. 

Landes:   Earlier  you  mentioned  that  there  were  thirteen  students  in  the 
residence  program  in  one  year.   That  was  in  the  late  seventies? 

O'Hara:   I  don't  remember  exactly. 

Landes:   But  then  you  just  mentioned  that  there  were  800  one  year? 

O'Hara:   Yes,  but  800  served  by  the  umbrella  organization.   That  would 
include  deaf  and  hearing  impaired  students,  blind  and  vision 
impaired  students.  And  now  more  than  half  of  that  800  are 
students  with  learning  disabilities. 


Becoming  Director  of  DSP,  1988 


Landes:   Let's  talk  then  about—you  became  director  of  the  Disabled 


O'Hara: 


Students  Program  in  1988. 
selected? 


How  did  that  happen?   How  were  you 


Sharon  took  a  leave  of  absence  to  be  an  intern  under  Dan  Boggan, 
one  of  the  vice  chancellors,  just  for  a  change.   She  asked  me  if  I 
would  be- -no,  I  take  that  back.   She  asked  someone  else  to  be 
acting  director  for  that  semester- -Janet  Rachel  did  that.   Then 
when  Sharon  liked  what  she  was  doing  and  was  offered  a  job  in 
transportation,  she  asked  me  if  I  would  be  interested  in  being 
director,  and  I  said  no  [chuckles].   It  looked  like  a  real  hard 
job  to  me,  very  stressful  with  very  little  reward.   It  didn't  look 
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very  satisfying  to  me.   It  looked  like  mostly  personnel  issues  to 
me.   At  the  time,  there  was  a  very  small  salary  difference  between 
my  job  and  hers,  and  I  loved  my  job.   Anyway,  I  was  taken  to 
lunch,  I  was  the  only  one  they  could  think  of,  et  cetera.   This 
was  a  very  unfemale  thing  to  do,  but  I  said,  "If  you  can  find 
$10,000  more  I'll  consider  it."  Well,  didn't  they  scurry  about 
and  find  the  $10,000,  so  I  said,  "Okay,  I'll  do  it."   So  I  became 
acting  director  in  the  summer  of  '88  for  a  year.   It  went 
relatively  well  for  a  year,  so  when  I  was  asked  if  I  wanted  to  be 
the  full  director  I  said  I  would,  in  '89.   It  turned  out  to  be  a 
job  that  I  don't  think  I  was  well  suited  for.   I  don't  like  being 
in  the  limelight.   I  like  working  behind  the  scenes,  I  like 
working  one-on-one.   It  wasn't  my  kind  of  job.   It  did  turn  out  to 
be  mostly  personnel  issues.   I  rarely  saw  a  student  unless  they 
were  in  big  trouble  or  making  trouble. 

Landes:   What  was  the  range  of  your  responsibilities? 

O'Hara:   It  was  for  the  entire  program,  managing  the  staff—we  had  about 

thirty-four  people  or  something  like  that,  and  all  the  components. 
We  had  a  large  learning  disabled  component  at  that  time. 
Generally,  my  job  was  whatever  it  took  to  ensure  equal  opportunity 
for  access  to  education  for  every  single  student  with  a  disability 
on  campus.   And  that  meant  relating  to  departments  and  working  on 
transportation  issues,  library  issues,  funding  issues. 

Landes:   So  you  were  now  responsible  for  the  entire  program  rather  than 
just  the  residence  program. 

O'Hara:   Right. 

Landes:   I  take  it  that  the  residence  program  dealt  primarily  with  people 
with  severe  physical  disabilities. 

O'Hara:   Right.   It  was  just  between  five  and  thirteen  a  year,  so  it  was  a 
small  unit. 

Landes:   As  director  of  the  residence  program,  you  worked  very  closely  with 
a  very  small  number  of  students.   Then  as  the  director  of  the 
Disabled  Students  Program  itself,  you  then  worked  with  a  far 
greater  number  of  students  with  a  wide  range  of  disabilities.   Is 
that  correct? 


O'Hara:   Right,  but  mostly  through  the  staff,  generally  an  extremely 
competent  group.   I  was  not  usually  working  with  students 
directly,  except  I  did  form  a  student  advisory  board  because  I 
wanted  to  have  some  input  from  the  end  consumer. 
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Landes:  You  did  that  soon  after  you  became  director? 

O'Hara:  Immediately. 

Landes:  Was  that  a  successful  effort? 

O'Hara:  I  enjoyed  it,  and  I  think  it  kept  me  grounded  in  reality,  yes. 

Landes:  How  were  the  students  selected? 

O'Hara:   I  think  they  were  self -selected.   I  think  whoever  wanted  to  be  on 
the  committee  could  just  be.   It  was  eight  or  ten  students  a  year. 

Landes:   So  you  worked  quite  closely  with  the  administration? 
O'Hara:   Oh,  yes. 

Landes:   This  is  ten  years  after  you  first  came  to  the  residence  program. 

How  was  the  response  of  the  administration  to  the  program  in  1988? 

Funding  Problems 


O'Hara:   The  program,  I  believe,  was  considered  to  be  a  very  integral  part 
of  student  services.   You  have  different  administrators  doing 
different  things,  but  in  general,  I  think  that  they  made  a  good 
effort  to  keep  the  funding  as  strong  as  they  could.   But  as  you 
probably  recall,  those  were  the  years  —  from  '89  to  "92  when  I 
finally  left  —  that  the  funding  was  decreasing  for  the  university 
in  general,  and  we  had  cuts.   I  think  it  went  down  to  a  million 
from  $1.3  million.   That  was  very,  very  difficult. 

Landes:   That  was  funding  from  the  university? 

O'Hara:   No.   We  had  five  funding  streams,  but  all  of  it  was  going  down. 

Landes:   And  what  were  the  five  funding  streams? 

O'Hara:   The  university  was  one;  the  state  was  another,  through  the  Office 
of  the  President  of  the  university;  the  Department  of 
Rehabilitation  for  the  residence  program;  the  student  registration 
fees,  which  was  allegedly  administered  by  students,  but  that  in 
fact  wasn't  true.   Basically  we  had  two  funding  streams  from  the 
university.   The  fifth  was  a  grant  from  the  U.S.  Office  of 
Education,  a  TRIO  grant  for  traditionally  underserved  students. 
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Landes:   They  were  all  decreasing  in  the  late  eighties? 

O'Hara:   Yes.   We  had  to  fight  hard  to  keep  the  grant  from  Rehab  for  the 
residence  program.   In  fact,  in  '88,  Harry  Reasoner  from  £0 
Minutes  showed  up  at  our  door  one  day- -we  had  had  one  day's 
notice.   He  was  in  town  interviewing  Ed  Roberts,  and  somebody 
reported  that  Rehab  was  trying  to  cut  our  funding  off.   So  they 
decided  to  integrate  it  into  the  story  of  Ed.   He  showed  up  and 
let  us  tell  our  story,  with  the  idea  that  they  were  going  to  go  up 
to  Sacramento  without  any  notice—which  gives  you  an  insight  into 
the  60  Minutes  mentality  or  modus—and  ask  them  if  it  was  true 
that  they  were  going  to  cut  off  funding  for  this  very  worthy 
program.   It  turns  out  that  one  reporter  from  Channel  4  happened 
to  be  hanging  around,  knew  about  it,  [and]  informed  Rehab.   60 
Minutes  was  very  angry  but  they  went  up  anyway,  turned  their 
cameras  on  an  official  up  there  and  said,  "Are  you  going  to  do 
this  or  not?"  He  backed  down  right  in  front  of  the  camera,  which 
we  loved.   They  never  showed  any  portion  of  it  [chuckles].   But  we 
got  what  we  wanted. 

Landes:   So  60  Minutes  had  clout  even  if  the  story  didn't  show  up. 
O'Hara:   Right.   It  was  a  lot  of  fun. 

Landes:   You  mentioned  earlier  that  it  was  very  difficult  for  you  because 
you're  faced  with  reductions  in  funding,  and  that  no  doubt  meant 
reductions  in  staff  and  program.   How  did  you  go  about  this  part 
of  your  job?  You  were  basically  in  charge  of  the  downsizing  of 
the  Disabled  Students  Program. 

O'Hara:   Yes,  and  I  found  it  difficult  and  almost  impossible,  because  I  had 
worked  with  some  of  these  people  for  years,  and  I  didn't  have  the 
heart  to  be  a  good  downsizer.   But  what  we  were  forced  to  do  by 
the  administration  was  draw  up  a  plan.   If  we  lost  10  percent  of 
our  money,  if  we  lost  20  percent  of  our  money,  what  would  we  do 
specifically  with  each  position?   It  was  very  demoralizing  for  all 
of  us,  because  I  had  to  actually  say  what  I  would  do  in  regard  to 
every  single  person. 

Landes:   How  did  this  affect  your  relationships  with  other  staff  members? 

O'Hara:   It  didn't  endear  me  to  everybody.   Everybody  was  so  nervous  about 
losing  their  position,  and  some  people  actually  probably  would 
have  lost  their  positions. 

Landes:   Do  you  think  they  felt  that  you  were  being  fair  and  that  you  were 
in  an  impossible  situation?  Or  did  they  feel  that  somehow 
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personalities  and  personal  feelings  were  entering  into  these 
decisions? 


O'Hara:   Probably  some  of  both.   It  seems  like  that's  the  way  those  things 
go. 

Landes:   Did  you  feel  staff  support  in  the  sense  that  "we're  all  in  this 
together,  and  how  do  we  work  this  out?"? 

O'Hara:   Some. 

Landes:   Did  you  include  the  staff  in  these  decisions? 

O'Hara:  Constantly,  to  the  point  where  they  were  just  completely  sick  of 
it.  We  were  all  sick  of  it.  It  was  just  awfully,  awfully  hard, 
to  the  point  where  I  ultimately  got  sick  and  soon  after  retired. 
I  think  that  was  my  response  to  this  almost  impossible  situation. 

Landes:   That's  why  you  left? 

O'Hara:   I  had  gotten  sick  and  was  on  sick  leave  for  most  of  six  months. 

My  condition  has  since  been  diagnosed  as  post-polio  syndrome.   But 
it  seemed  to  have  been  aggravated  by  this  very,  very  stressful 
situation. 

Landes:   A  combination  of  post-polio  and  post-traumatic  stress? 

O'Hara:   I  don't  think  it  was  post-traumatic;  it  was  right  in  the  trauma 
[laughter] . 

Landes:   Certainly  that  was  a  major  frustration  for  you. 

O'Hara:   Yes.   It  was,  and  it  consumed  an  enormous  amount  of  my  last  two 
years . 

Landes:   Was  there  anything  about  the  job  that  was  fun  and  that  you 
enjoyed? 

O'Hara:   I  remember  very  much  looking  forward  to  my  student  advisory  group 
meetings,  and  that  was  every  three  weeks  and  maybe  every  four.   It 
got  me  in  touch  with  the  normal,  everyday  student.   Those  last 
couple  of  years,  I  don't  look  back  on  them  as  being  fun,  no.   Even 
moving  from  our  Channing  office  to  new  quarters  in  the  Golden  Bear 
Center  on  campus  was  a  mixed  blessing.   We  gained  a  larger  office, 
closer  to  the  center  of  activity  on  campus,  but  lost  some  of  the 
familial  spirit  we'd  had  earlier. 
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When  I  look  at  my  thirteen  years  at  the  residence  program, 
the  whole  thing  seems  like  fun--with  a  few  little  exceptions.   The 
next  job  was  quite  the  opposite. 

Landes:   In  this  latter  period,  what  were  your  relations  like  with  front 
line  people  at  the  Department  of  Rehabilitation—the  contract 
administrators  and  such? 

O'Hara:   I  was  not  dealing  directly  with  them  at  that  point.   My  successor 
in  the  residence  program  was  doing  the  direct  dealing  with  them. 
He  was  having  the  same  problems  I  was,  and  they  exist  to  this 
moment . 

Landes:   Who  was  your  successor  at  the  residence  program? 
O'Hara:   Bill  Blanchard. 

Landes:   Is  there  anything  else  you'd  like  to  say  about  your  tenure  as 
director  of  DSP? 

O'Hara:   I  don't  think  so.   I  may  need  to  do  a  little  further  reflecting  on 
that.   I  didn't  think  we'd  get  that  far  today  [laughs]. 


More  on  Residence  Program:  Facilitating  Independent  Living 
[Interview  3:  October  14,  1997]  « 


Landes:   Susan,  we've  talked  a  lot  about  your  job  at  the  University  of 

California's  residence  program  and  the  Disabled  Students'  Program. 
What  do  you  feel  is  the  most  important  aspect  of  that  job?  What 
was  most  important  for  you? 

O'Hara:   I  think  that  the  most  important  thing  I  ever  did  in  the  seventeen 
years  that  I  worked  at  DSP  was  to  facilitate  students  in  their 
independent  living  process  in  the  residence  program. 

Landes:   And  how  did  you  go  about  that? 

O'Hara:   Well,  it  was  extremely  detailed  for  every  single  student.   As  you 
can  imagine,  students  coming  from  another  city,  another  state, 
their  parents  would  do  most  of  the  negotiating  with  me.   Usually 
it  would  start  with  a  phone  call  and  then  a  visit  with  the  parents 
and  the  students.   We  would  give  a  tour  of  a  room,  and  one  of  our 
current  students  would  talk  about  what  it's  like  to  live  in  the 
dorm  and  show  their  room.   Then  we'd  go  for  a  tour  of  the  campus. 
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Then  the  questions  started—the  long  series  of  phone  calls. 
Sometimes  people  started  two  years  in  advance  to  work  this  out.   I 
think  it  is  not  hard  to  imagine  how  difficult  it  is  for  a  parent 
who's  usually  doing  most  of  the  personal  care  and  who  feels  quite 
protective  of  the  student,  of  their  grown  child—it  was  very 
difficult  for  them  to  consider  leaving  their  child  in  Berkeley. 
They  didn't  really  know  us.   We  had  to  prove  that  we  had  the  bases 
covered,  and  that  was  my  job. 

Landes:   When  you  first  heard  from  parents,  how  had  they  heard  about  the 
program  and  what  had  they  heard  about  it? 

O'Hara:   There  was  never  a  consistent  source  of  information.   In  terms  of 

recruiting  for  a  program  or  at  least  even  marketing  the  program  in 
any  way,  there  was  never  a  pattern.   It  was  somebody's  cousin  who 
had  attended  UC  Berkeley  and  had  noticed  somebody  in  a  wheelchair; 
somebody  else  was  in  physical  therapy  and  her  therapists  had  heard 
about  it  at  a  conference;  there  was  never  a  consistent  way  that 
people  heard  about  the  program.   But  in  those  days,  in  the 
seventies,  it  was  probably  the  place  where  a  severely  disabled 
person  could  come  very  comfortably  and  have  a  safety  net  that  the 
parents  could  trust. 

Landes:   What  did  you  do  to  help  develop  that  trust  with  parents? 

O'Hara:   I  first  empathized  with  them  a  lot.   I  knew  what  they  were  going 
through,  and  I  listened  to  their  questions.   I  was  very  patient 
with  all  of  their  detailed  questions  like,  "Where's  the  bank? 
Will  there  be  a  doctor  on  duty  or  will  there  be  a  doctor 
available?"   We  organized  the  physician  referral  list.   "Who  will 
pay  the  attendants?"  Of  course  it  was  the  student,  but  the  parent 
very  often  was  used  to  doing  all  this.   "How  will  the  laundry  get 
done?"   There  were  at  least  a  hundred  questions  that  we  had  to 
answer,  and  I  enjoyed  working  with  them  on  that. 

Landes:   Now  when  you  were  in  charge  of  the  residence  program,  were  you  the 
only  person  dealing  with  the  parents  and  answering  these  types  of 
questions  or  was  some  of  this  delegated? 

O'Hara:   No,  I  didn't  delegate  that.   Remember  we're  only  talking  about  the 
maximum  of  usually  about  ten  families  per  year.   That  was  my 
principal  job,  and  until  the  student  actually  got  here  I  was  the 
principal  connection. 

Landes:   Do  any  particular  set  of  parents  stick  out  when  you  think  about 

this  period?  Any  interesting  stories  that  you  have  to  tell  about 
the  parents? 
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O'Hara:   [chuckles]   I  don't  think  any  particular  set  of  parents.   I  do 
remember  that  one  student's  parents  really  never  left.   Parents 
usually  stayed  at  a  local  hotel  because  they  were  concerned  and 
they  wanted  to  get  the  student  started,  get  their  room  set  up  and 
all  that.   At  the  end  of  a  week  most  of  the  students  were 
beginning  to  feel  okay,  and  they  would  say  to  their  parents,  "It's 
okay  for  you  to  go  now,"  and  sometimes  a  little  bit  more  abruptly 
than  that.   It  was  kind  of  painful  for  the  parents,  but  at  the 
same  time  that's  what  they  wanted  to  hear.   I  was  usually  spending 
time  with  the  parents  at  that  point,  because  it  was  such  a 
difficult  moment,  where  they  really  were  being  dismissed  by  their 
own  children.   That's  what  they  wanted,  but  that  was  hard. 

Landes:   Over  time,  did  you  continue  developing  relationships  with  the 
parents? 

O'Hara:   Oh,  yes.   Sometimes  parents  would  call  a  lot  in  the  beginning. 
They  would  want  to  talk  to  me  about  things,  and  as  often  as  I 
could  I  referred  them  to  their  students  and  very  often  was  able  to 
reassure  them  that  things  were  going  very  well. 

It  was  quite  possible--!  wanted  to  go  back  just  a  little  bit 
to  when  a  student  arrived. 

Landes:   Yes,  take  us  through  a  typical  first  day  on  campus  for  a  student. 

O'Hara:   Many  arrived  at  the  airport  —  they  came  on  planes.   Some  came 
without  their  parents,  and  that  was  fine.   We  really  were 
completely  set  up  to  handle  that.   I  would  send  several  vans  to 
the  airport  in  the  course  of  a  few  days  to  pick  up  individual 
students,  and  we'd  send  one  or  two  staff  people  who  were  very 
competent  in  transferring  people  out  of  a  plane  and  driving.   They 
would  bring  their  luggage  to  the  dorms  and  introduce  the  student 
and  help  the  student  get  set  up  in  the  dorm  and  organize 
everything—all  the  drawers  in  the  dressers,  the  tables,  whatever 
they  needed  in  terms  of  accommodations.   Usually  we  had  a  specific 
phone  device  set  up  in  advance,  because  I  had  discussed  that  with 
them  on  the  phone  in  advance.   Also  some  students  wanted  hospital 
beds.   Whatever  they  needed  we  tried  to  have  in  advance,  or  if 
they  brought  it  we'd  try  to  have  them  set  that  up  too.   Most  of 
the  students  couldn't  use  ordinary  desks  because  they  [the  desks] 
weren't  high  enough.   So  we  used  an  old  door  stretched  over  the 
file  cabinet  or  pile  of  bricks.   They  removed  the  door  from  their 
closet. 

Landes:   That  was  a  famous  staple  of  the  seventies. 
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O'Hara:   It  certainly  was.  And  in  the  early  days,  of  course,  those  who  had 
electric  typewriters  were  the  privileged  ones,  and  later  on  that 
became  computers.   But  there  were  no  computers  when  I  first 
started  the  program. 

Landes:   You  had  an  orientation  for  students  with  their  parents? 

O'Hara:   Very  much  so.   The  first  day  or  two  we  usually  just  spent  getting 
acquainted  with  them  and  asking  some  of  our  former  students  to 
come  in  and  just  chat  informally,  because  it  was  traumatizing.   I 
can  remember  one  young  man—well,  he  was  thirty-one--he  had 
muscular  dystrophy,  and  he  came  to  us  directly  from  two  years  in  a 
nursing  home.   He  was  quite  a  shy  person  to  start  with,  and  the 
culture  difference  between  a  nursing  home  and  Berkeley  in  the  mid 
seventies  was  phenomenal.   We  really  couldn't  even  get  him  to 
talk.   He  was  just  silent.   He  just  kept  kind  of  mumbling,  "This 
is  so  different.   This  is  so  different."  He  wouldn't  even  ask  for 
help  with  bathroom  needs  until  finally  some  of  the  staff  became 
aware  that  he  needed  that.   But  in  the  end,  by  the  middle  of  the 
year,  he  was  helping  me  give  the  rap  on  the  program  to  the  next 
generation  of  students  —  the  next  year's  students.   That  was  a 
dramatic  example  of  the  [pause ]-- 

Landes:   Of  the  impact  of  the  program  on  individuals. 
O'Hara:   Of  moving  into  the  program,  yes. 
Landes:   It  must  have  been  gratifying  to  you. 

O'Hara:   Oh,  definitely.   Our  students  moved  into  the  dorms  before  the 

dining  commons  was  open,  usually.   They  usually  had  ten  days'  lead 
time  over  the  other  students.   So  we  would  provide  breakfast;  we 
had  breakfast  in  the  special  assistant's  office.   And  then  I  and 
some  of  the  staff  and  some  of  the  former  students  used  to  go  out 
and  give  tours—usually  individualized  tours;  there  may  be  two  or 
three  students  at  a  time.   We'd  go  to  a  few  restaurants.   And  then 
about  day  three  the  big  thing  started,  and  that  was  interviewing 
some  attendants  that  had  been  preselected  for  their  review.   They 
actually,  right  from  the  beginning,  got  to  choose  the  attendants 
that  they  wanted.   This  was  usually  the  first  time  anybody  had 
hired  anybody  to  help  them. 

In  some  ways,  it's  a  very  traumatic  experience  to  have 
strangers  assisting  you  with  personal  care.   Basically  what  they 
were  learning  was  how  to  be  good  employers  also,  besides  going 
through  this  trauma  of  figuring  out  how  to  handle  people  and  their 
[own]  personal  care.   We  handed  out  tip  sheets  on  how  to  be  a  good 
employer:  make  sure  what  you  want  is  clear,  what  you  require  is 


Landes: 


O'Hara: 


Landes : 


O'Hara: 
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clear,  if  you  want  someone  to  come  on  time  make  that  clear.   We 
suggested  that  they  not  ask  for  things  as  a  person  has  their  hand 
on  the  door  to  go  home.   Make  sure  you're  clear  right  in  the 
beginning  about  what  you  need  each  day.   Then  we  would  have  group 
discussions  on  managing  attendants  with  current  students  or  people 
who  had  been  through  the  program  the  year  before. 

So  in  a  sense  the  current  students  were  tutoring  the  incoming 
students. 


Oh,  definitely.   Lots  of  peer  learning, 
best  way  for  the  new  students  to  learn. 


That  was  probably  the 


So  the  current  students  were  participating  in  this  orientation 
process. 

Very  definitely.   They  gave  tips  on  how  to  talk  to  case  workers 
from  IHSS,  how  to  explain  your  needs  so  that  you  would  get 
adequate  hours.   In  general,  it  was  very  reassuring  for  the  new 
people  to  see  that  one  year  later  these  other  students  really  knew 
their  way  around.   The  Berkeley  way,  which  was  also  very  different 
from  any  other  place  in  the  country  that  I  could  ever  find,  was  to 
hire  multiple  attendants.   I  don't  remember  if  I  explained  that 
before,  but  to  have  at  least  four  attendants:  one  weekday 
mornings,  one  weekend  mornings,  one  weekday  evenings,  and  one 
weekend  evenings,  so  that  everybody  gets  a  day  off  or  two  at 
least.   Nobody  gets  a  chance  to  get  sick  of  each  other,  and  you 
don't  have  the  same  person  in  the  morning  and  the  evening,  so  all 
the  helpers  can  get  adequate  sleep.   There  isn't  so  much 
dependence  on  one  person.   It  very  much  fostered  independence  to 
hire  multiple  attendants.   And  then  they  could  substitute  for  each 
other  too.   If  you  have  only  one  attendant,  when  that  person  is 
sick  or  tired  or  wants  a  day  off  it  becomes  a  big  deal.   But  if 
you  have  several,  they  can  trade  off  and  it's  a  lot  more 
independent. 

Attendant  management  and  being  a  good  employer- -paying  on 
time,  getting  your  bank  accounts  set  up  so  you  could  do  that—was 
very  important.   Most  of  the  students  weren't  getting  IHSS  in  the 
beginning;  it  took  about  three  months,  so  they  had  to  bring  extra 
money  from  home.   I  think  I  usually  recommended  about  a  thousand 
dollars  —  in  those  days—to  cover  the  first  two  or  three  months  of 
attendant  care. 

My  recollection  is  that  in  those  days  IHSS  would  send  the  money,  a 
check,  to  the  disabled  person,  and  then  the  disabled  person  would 
dispense  the  money  to  the  attendants. 
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O'Hara:   Right,  if  they  had  more  than,  I  think,  twenty  hours  a  week,  which 
all  of  our  students  did.   And  I  would  often  sit  in  on  those  [IHSS] 
interviews  too,  because  the  students  were  tremendously 
inexperienced  in  dealing  with  bureaucracies,  which  can  be  quite 
frightening.   Very  often  I  or  sometimes  another  staff  person,  one 
of  the  assistants  on  twenty-four-hour  duty,  would  sit  in  on  those 
interviews  and  just  be  a  morale  booster. 

Landes:   Is  there  anything  more  that  you'd  like  to  say  about  this 

orientation  process  that  new  students  would  encounter  when  they 
arrived?  What  about  their  first  classes?  Was  there  orientation 
dealing  with  the  academic  side  of  Berkeley? 

O'Hara:   Not  so  much  the  academic.   First  of  all,  on  these  tours  before 

classes  began  we  usually  tried  to  find  their  classrooms  with  them 
so  that  they  wouldn't  be  too  lost  the  first  day.   We'd  figure  out 
if  there  were  any  obstacles  —  like  if  they  had  to  go  in  a  side  door 
and  it  wasn't  automatic  what  they  were  going  to  do  about  that. 
Then  of  course,  through  DSP,  they  could  have  notetakers  if  they 
weren't  able  to  take  notes.   DSP  gave  the  money  for  that  but 
didn't  actually  hire  the  notetakers,  so  that  was  more  people. 
Some  of  them  were  hiring  ten  or  twelve  people  within  the  first  six 
weeks.   So  these  eighteen-year-olds  and  twenty-year-olds  became 
small  businesses,  really,  almost  overnight.   That  in  addition  to 
all  the  things  that  a  new  college  student  has  to  handle.   It  was 
pretty  phenomenal. 

Landes:   If  they  required  academic  support  did  they  receive  that  through 
the  normal  channels  that  any  other  student  would  get  it? 

O'Hara:   Yes.   In  those  days  —  in  the  seventies  —  the  tutoring  was  not  a  very 
big  accommodation  that  DSP  did.   Most  of  the  students,  if  they 
needed  tutoring,  went  through  the  Student  Learning  Center.   Most 
of  the  students  took  a  reduced  courseload,  because  with  all  of 
this  extra  that  we've  been  talking  about,  they  just  couldn't 
handle  it.   They  would  take  one  or  two  courses  the  first  semester, 
and  many  took  thirteen  units  the  second  semester.   I  was  reading 
the  other  day  a  memo  that  I  had  written  saying  that  most 
maintained  the  same  or  better  grade-point  average  than  the  average 
student  at  Cal. 

Another  thing  our  staff  did  that  I  should  mention  is  that 
some  students  needed  to  be  turned  at  night  because  they  couldn't 
sleep  in  the  same  position  all  night.   Our  twenty-four-hour-a-day 
staff  did  that  too,  and  that  was  very  encouraging  to  the  parents, 
before  the  student  even  got  there,  to  think  that  we  had  that 
service  available.   There  was  someone  awake  or  certainly  ready  to 
be  awake,  whenever  the  student  would  call  down  to  the  SA  [special 
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assistant]  office.   We  made  sure  that  their  phones  were  accessible 
at  night.   That  was  a  rule  of  thumb.   They  had  to  always  be  able 
to  phone  our  assistant. 

Landes:   From  their  bed. 

O'Hara:   Right.   There  were  other  things  about  setting  up  the  rooms  that  I 
might  mention.   A  lot  of  our  students  couldn't  use  their  hands; 
they  were  pretty  high  quads.   I  remember  one  student  having  a  desk 
made,  a  very  simple  desk,  but  it  was  slanted  and  he  could 
actually- -when  his  attendant  left  in  the  morning  he  could  set  up 
ten  books  open  on  this  reading  rack,  and  he  would  turn  the  pages 
with  a  mouthstick.   He  could  really  get  himself  completely  set  up 
for  the  rest  of  the  day. 

Another  thing  about  attendant  management  was  streamlining 
your  process  so  that  you  didn't  spend  lots  of  time  with  attendants 
and  have  to  pay  them  more  and  didn't  spend  a  lot  of  time  just 
getting  ready  for  the  day;  you  could  actually  learn  how  to  be 
efficient  and  then  be  off  and  running  and  live  your  life  for  the 
rest  of  the  day.   Being  organized  was  a  very  important  part  of  the 
coaching  that  our  staff  did—keep  things  in  their  place  so  your 
next  attendant  knows  where  they  are. 

Landes:   So  it  sounds  like  that  first  few  days  and  weeks  that  a  student  was 
on  campus  was  the  most  important  that  they  were  going  to  spend 
here,  because  it  really  got  them  in  a  position  to-- 

O'Hara:   Right.   The  first  two  months  probably  were  the  most  critical.   Of 
course  we  couldn't  find  attendants  for  everybody  to  interview  all 
at  the  same  time,  because  we  might  have  ten  students,  and  they 
needed  at  least  forty  attendants.   That  just  doesn't  happen;  there 
aren't  that  many  available  all  in  one  day.   Our  staff  were  all 
very  good  at  attendant  care:  that  was  one  of  the  qualifications 
for  being  on  the  staff.   They  would  do  that  attendant  care  until  a 
student  had  their  full  complement  of  attendants  hired.   Then  the 
staff  in  turn  would  help  the  student  train  their  attendants. 

Landes:   Is  there  anything  else  about  the  residence  program  that  you  can 
think  of  that  you  want  to  add? 

O'Hara:   One  thing  that  I  did  over  the  course  of  a  good  number  of  years  is 
I  had  every  student  over  for  dinner,  usually  in  the  middle  of  the 
year.   They  came  to  my  apartment,  and  they  could  see  the  little 
gizmos  that  I  had  rigged  up.   I  always  had  the  same  thing:  a  baked 
potato  and  steak  [laughs] --back  in  the  pre-vegetarian  days.   And  I 
think  a  salad. 
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So  you  did  this  for  each  student  individually? 

Right.   And  usually  one  staff  person  came  along.   While  I  could  do 
some  of  it,  I  couldn't  do  all  of  it  myself.  And  that  was  good  for 
them  to  see,  that  there  was  a  place  for  helpers.   Sometimes  just 
putting  a  steak  in  the  microwave,  which  was  accessible,  was  very 
impressive  to  a  student,  and  they  thought,  "Wow--if  she  can  do  it 
I  can  do  it."   Sometimes  I'd  just  ask  them  to  put  the  steak  in  and 
they  would—no,  it  wasn't  a  microwave,  it  was  a  tabletop  oven.   It 
had  a  broiler.   So  they  could  do  their  own,  and  I  remember  seeing 
people  really  quite  thrilled  to  think  that  they  could  do  a  little 
cooking. 


Talk  a  little  bit  about  where  you  lived  during  this  period, 
lived  near  campus? 


You 


Yes,  I  lived  at  Dwight  and  Ellsworth,  about  four  blocks  from 
campus  right  in  the  heart  of  the  student  section,  in  one  of  those 
modern  ticky-tack  apartments.   It  had  a  little  ramp  in  front  and 
it  had  an  elevator  that  gave  me  a  lot  of  trouble  over  the  years. 
I  had  more  than  one  dinner  in  the  lobby,  waiting  for  the  elevator 
repair  people  to  show  up,  and  I  was  carried  up  the  stairs  more 
than  once.   Once  you  got  inside  my  apartment  it  was  pleasant  and 
it  was  spacious  enough.   I  had  set  up  two  counters  in  my  kitchen 
area—not  in  the  kitchen  itself  but  off  in  the  dining  area—where 
I  could  actually  do  my  own  cooking.   That  was  in  1976.   There  was 
a  certain  height  for  the  tabletop -oven  and  the  plates  and  where  I 
ate,  and  then  a  little  bit  lower  height  for  some  burners  where  I 
would  cook  vegetables.   A  friend  of  mine,  Rob  Holliday,  rigged  up 
a  water  dispenser  from  a  thermos  jug.   It  was  the  true  Rube 
Goldberg  device:  it  had  the  little  wooden  lever  that  he  made,  and 
he  used  some  tubing.   It  was  pretty  funny.   I  could  actually  boil 
water,  steam  vegetables,  use  a  crockpot,  and  I  did  that  for  a 
couple  of  years.   I  realized  eventually  that  I  was  spending  a  lot 
of  energy  after  work  cooking,  and  I  really  did  [not]  want  to  spend 
that  kind  of  energy,  so  I  simplified  my  eating  after  time. 

How  did  you  simplify  your  eating? 

I  didn't  steam  vegetables.   Right  now  I  never  steam  vegetables.   I 
might  have  a  salad  laid  out  by  my  morning  attendant,  or  she  might 
cut  up  some  vegetables.   I  don't  do  any  steaming,  no  crock  pot.   I 
have  a  big  glass  of  water  set  out  in  the  morning,  and  that's  it. 
I  use  the  microwave  only  now,  and  I  might  have  a  baked  potato  with 
cottage  cheese  on  it  or  something  like  that. 


Landes:   You're  talking  about  the  present  time. 
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O'Hara:   Yes.   That's  how  I  simplified  it. 

Landes:   You  mentioned  that  you  had  a  lot  of  gizmos  that  the  students  would 
notice  that  they  came  over  for  dinner.   What  were  some  of  the 
others? 

O'Hara:   Actually,  I  didn't  have  a  lot,  which  was  probably  telling  in 

itself.   I  had  light  switches  that  were  all  remote  control,  just 
with  cords  that  you  bought  in  the  hardware  store.   Nothing  fancy. 
And  then  this  kitchen  thing  was  all  organized  to  accommodate  my 
functional  abilities.   I  think  just  being  in  an  apartment  and 
seeing  how  it  was  set  up.   I  had  sticks  to  reach  and  wall  switches 
and  the  doorbell,  with  hooks  on  the  end  of  them. 

Landes:   And  you  had  your  own  staff  of  attendants. 

O'Hara:   Yes,  and  of  course  they  weren't  around.   I  was  there,  and  if 

students  wanted  to  know  how  I  lived,  then  they  could  ask.   I  think 
that  it  was  useful. 

Landes:   You  once  mentioned  that  you  had  a  magazine  article  done  about  your 
apartment? 

O'Hara:   Yes.   It  was  in  New  West  magazine;  I'm  not  even  sure  if  it's  still 
in  existence—but  a  woman  named  Ruth  Reichl  was  doing  an  article 
on  different  kinds  of  kitchens,  and  I  still  have  a  copy  of  it. 
She  compared  unusual  types  of  kitchens--a  submarine  kitchen,  a 
kitchen  in  a  large  institution,  and  then  she  did  my  kitchen.   They 
were  all  uniquely  organized  kitchens.   It  was  a  very  interesting 
article. 


Landes:   [chuckles]   Your  kitchen  was  linked  with  a  submarine  kitchen. 
O'Hara:   Absolutely. 

That  was  a  big  step  for  me,  the  planning  of  that  kitchen  and 
being  able  to  do  it.   I  remember  thinking  I  could  make  brown  bread 
one  time.   Right  in  the  beginning—it  was  one  of  the  first  things 
I  wanted  to  do  was  make  hot  brown  bread  for  some  company.   I  tried 
mixing  it  with  my  hands,  and  the  darn  molasses  stuck  to  my  hands, 
and  I  had  big  gobs  of  it  stuck  on  my  hands.   I  couldn't  even  move 
my  chair.   I  remember  the  terrible  frustration  of  trying  to  make 
that  brown  bread  at  this  point,  and  I  remember  thinking  "The 
company  is  coming,  the  company  is  coming."   I  forget  if  I  even 
finished  it,  but  I  never  tried  it  again. 

I  experimented  with  a  lot  of  things.   I  tried  slicing 
onions.   I  always  bought  little  gizmos  that  I  thought  would  be 
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useful.  It  turns  out  yes,  I  could  slice  an  onion,  but  it  took  me 
way  too  long,  and  I  got  onion  up  to  my  elbows,  so  I  decided,  "No, 
I'm  not  going  to  do  this,  but  I  can  if  I  have  to." 

Landes:   So  you  made  choices  about  what  you  were  going  to  spend  your  time 
doing. 

O'Hara:   Exactly.   And  that  was  another  thing  we  talked  about  in  the 

residence  program  a  lot.   Some  parents  thought  it  was  so  important 
for  a  student  to  spend  two  hours  getting  his  pants  on  if  he  had 
learned  to  do  that  in  rehabilitation.   We  didn't  agree.   We 
thought  it  was  far  better  to  hire  an  assistant  to  help.   It  would 
take  three  minutes.   And  then  spend  your  two  hours  doing  something 
more  interesting. 


Susan  O'Hara  at  an  anti-nuclear  demonstration,  San  Francisco,  1986. 


Susan  O'Hara  at  the  Notre-Dame,  Paris,  1988. 


Sixty  Minutes  crew  interviewing  Sharon  Bonney  and  Susan  O'Hara  about  the 
Disabled  Students  Program.   Harry  Reasoner  and  Lowell  Bergman  with 
cameramen,  1988. 


Susan  O'Hara  with  Stephen  Hawking  during  the  Disabled  Students'  Program 
barbecue  on  the  occasion  of  Hawking 's  visit  to  the  Berkeley  campus, 
1988. 


Susan  O'Hara,    1999. 
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III   ORGANIZING  EVENTS 


Residence  Program  Reunions.  1982,  1987 


Landes:   Susan,  in  the  course  of  your  work  at  PDSP  you  had  occasion  to 
organize  a  lot  of  events,  among  them  anniversaries  of  the 
residence  program.   When  was  the  first  anniversary? 

O'Hara:   The  first  anniversary  that  we  marked  was  1982.   I  had  been  the 

director  of  the  residence  program  then  for  seven  years  and  really 
had  come  to  be  very  impressed  with  the  significance  of  the  program 
and  what  people  were  getting  as  jobs.   The  whole  thing  impressed 
me  so  much  that  I  proposed  to  our  then-director,  Sharon  Bonney, 
that  we  have  a  reunion  of  as  many  of  the  residence  program  people 
as  we  could  since  1962.   In  fact,  we  did:  we  used  the  ground  floor 
of --well,  we  used  what  is  now  the  learning  center  in  what  I  think 
is  now  called  the  Cesar  Chavez  Center--it  was  the  Golden  Bear 
Center  at  that  time;  it's  part  of  the  Student  Union.   It  was  a 
beautiful  room  with  large,  two-story,  plate-glass  windows 
overlooking  redwoods  and  the  creek. 

We  had  a  wonderful  turnout;  I  think  about  300  people.   Staff 
from  twenty  years  showed  up,  the  former  students,  their  families, 
parents,  spouses,  children.  We  had  a  lot  of  turnout  from  the 
media  too:  a  lot  of  newspaper  and  television.   It  was  overall  a 
momentous  event.   And  we  had  some  wonderful  shots  of  Ed  Roberts 
talking  to  the  group,  and  Herb  Willsmore  helped  to  chair  it.   We 
gave  awards  to  people  who  had  worked  five  years  or  more  at  DSP  at 
that  time.   That  was  rather  early  in  the  DSP  history,  I  guess.   We 
gave  awards  to  people  like  Ron  Hawkins,  who  ran  Berkeley  Medical 
Supply.   He  often  would  let  our  students  try  things  like  water 
mattresses,  when  they  first  came  into  the  residence  program,  and 
just  give  it  to  them  on  credit,  and  if  they  liked  it,  fine,  and  if 
they  didn't  like  it  they  could  bring  it  back.   He  was  an  awfully 
helpful  supply  person,  so  I  remember  he  got  an  award  that  year. 
And  then  of  course  we  had  a  meal. 

Landes:   So  it  was  a  one-day  event,  or  an  afternoon  or  evening. 
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O'Hara:   It  was  an  afternoon  event,  and  it  was  a  real  coming  together  of 
the  community. 

Landes:   Did  people  come  from  out  of  state? 

O'Hara:   I  don't  think  so.   Most  people  at  that  time  hadn't  moved  out  of 
state  yet. 

Landes:   So  primarily  from  the  area. 
O'Hara:   Yes,  California. 

Landes:   Other  than  the  awards,  do  you  remember  anything  about  the  program 
itself? 

O'Hara:   A  few  speeches.   It  wasn't  anything  spectacular.   I  do  remember 
Billy  Earner  came  up  from  Los  Angeles,  and  he  was  the  person  on 
the  campus--when  my  sister  was  here  before  I  even  knew  about  this 
whole  program,  she  had  gone  up  to  Billy  on  the  campus  in  his 
wheelchair  and  said,  "Where  did  you  get  that  wheelchair?"  He  had 
been  the  one  who  led  her  to  PDSP,  and  I  remember  the  morning  of 
the  party,  I  got  a  call  at  home  and  it  was  Billy.   He  was  up  from 
Los  Angeles  with  his  wife  and  son,  and  he  was  staying  at  the 
Durant  Hotel.   It  was  so  moving  to  me  to  think  that  the  whole 
thing  was  sort  of  coming  full  circle  and  he  was  back  in  town. 

No,  the  program  was  not  particularly  significant;  it  was  the 
coming  together  that  was  the  big  importance  of  that  one.   That  was 
the  same  year,  by  the  way,  that  I  was  becoming  so  aware  that  this 
movement  was  so  important  that  I  proposed  the  oral  history  project 
to  Willa  Baum. 

Landes:   In  1982. 

O'Hara:   In  1982,  right.  We  didn't  find  any  funding  for  it  for  a  long 

time,  but  she  thought  it  was  a  wonderful  idea  and  stuck  with  it. 

Landes:   Did  she  happen  to  come  to  the  program? 

O'Hara:   I  believe  she  did. 

Landes:   That  may  have  certainly  had  some  impact  on  her. 

O'Hara:   I'm  not  really  sure  if  she  did  or  not.   Henry  Bruyn  was  there, 
Edna  Brean,  John  Hessler,  and  of  course  Ed  Roberts  and  Zona 
Roberts,  and  all  the  names  that  have  come  to  be  seen  as  some  of 
the  pioneer  names. 

Landes:   And  then  you  had  a  twenty-fifth  anniversary  in  1987? 
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O'Hara:   Right.   We  had  about  the  same  number  of  people,  and  that  was  a 

similar  program  in  the  recreational  sports  facility  gymnasium.   1 
think  one  of  the  things  I  remember  about  that  is  someone  had  found 
the  1962  newspaper  article  written  about  Ed  Roberts  in  the 
Berkeley  Gazette,  which  is  defunct  at  this  point,  but  the  headline 
read:  "Helpless  Cripple  Attends  UC."   I  thought  it  was  so  ironic 
because  at  that  point  the  so-called  "helpless  cripple"  was  the 
director  of  the  Department  of  Rehabilitation—wait  a  minute,  in 
'87,  he  had  been;  he  no  longer  was.   But  in  any  case  his  life 
since  that  article  put  the  "helpless"  part  to  rest. 

Landes:   He  had  been  from  '74  to  '82. 

O'Hara:   From  '75  to  '82,  yes.   Anyway,  I  had  that  article  enlarged  and 

Xeroxed.   We  used  them  as  placemats  at  everybody's  place.   I  hope 
everybody  saw  the  irony  of  it.   I  think  they  did. 

Landes:   And  it  was  something  they  could  take  home  with  them? 

O'Hara:   Right.   By  that  time  we  had  had  a  lot  of  publicity  about  the 

program,  so  we  had  a  pretty  big  display  of  not  just  our  publicity 
but  some  of  the  writings  that  our  students  had  done.   Mark  O'Brien 
was  already  quite  prolific  at  that  point;  his  writings  were 
posted.   Avril  Harris  and  Bill  Blanchard  did  a  slide  show  of  the 
history  of  the  program;  it  was  very  entertaining. 


State  and  National  Conferences  in  the  Eighties 


Landes:   You've  also  said  that  you've  organized  a  series  of  conferences. 

O'Hara:   Yes.   I  do  love  to  do  these  big  things.   I  don't  know  why 

[laughs],  but  I  do.   In  1983  I  had  the  opportunity  to  be  the  chair 
of  the  national  conference  of  the  Association  on  Handicapped 
Students  Service  Programs  in  Post-Secondary  Education.   Then  it 
was  abbreviated  as  AHSSPPE,  and  now  it  has  a  completely  different 
name—it's  called  AHEAD:  the  Association  of  Higher  Education  and 
the  Disabled.   It  was  held  at  the  airport  Hilton  Hotel,  and  I 
thoroughly  enjoyed  making  the  program  arrangements  for  that.   We 
had  several  principal  speakers  and  about  sixty  breakout  sessions. 

Landes:   That  was  a  national  conference? 

O'Hara:   Yes. 

Landes:   So  you  had  people  coming  from  all  over  the  country? 
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O'Hara:   Yes,  and  a  few  other  countries. 
Landes:   What  did  you  do  at  the  conference? 

O'Hara:   Mostly  worked  behind  the  scenes.   I  didn't  do  anything  public  at 
the  conference;  I  was  just  simply  organizing. 

Landes:   But  you  were  involved  from  the  very  beginning  in  planning  the 
conference. 

O'Hara:   Oh,  what  did  I  do  in  that  sense?  Yes.   Planned  it,  brought  a  team 
together,  and  delegated  parts  of  it  out.   I  was  the  program  chair 
as  well  as  the  conference  chair.   We  worked  with  the  hotel 
extensively  and  gave  a  pretty  detailed  orientation  to  the  hotel 
people,  from  housekeepers  to  management,  so  that  the  people  with 
disabilities  would  feel  at  ease.   In  1983  not  a  lot  of  these 
orientations  were  happening;  it  was  just  becoming  something  that 
could  happen.   Now  I  think  it's  more  commonly  done. 

Landes:   And  this  is  a  conference  that  would  occur  periodically  every  year 
or  every  few  years? 

O'Hara:   It's  an  annual  conference,  and  it  is  an  association  of  the  DSP's 

of  the  country.   I  think  at  this  point  it  has  something  like  3,000 
members;  at  that  point  the  membership  was  not  so  great. 


Landes : 


O'Hara: 


Landes : 
O'Hara: 

Landes : 
O'Hara: 


What  were  some  of  the  programs  that  would  be  offered  at  the 
conference? 

It  varies  from  year  to  year,  and  I  don't  specifically  remember-- 
I'd  have  to  look  up  what  the  programs  were.   We  tried  to  get  at 
the  issues  that  are  bothering  people  or  that  are  posing  some 
difficulty  for  people  in  the  programs.   At  that  time  there  was  a 
lot  on  faculty  and  staff  orientation;  that  was  a  big  subject.   I 
think  I  will  just  have  to  write  a  few  of  those  in. 


Okay,  so  that's  the  1983  conference, 
of  that  association? 


Did  you  organize  another  one 


Sharon  was  the  chair  of  the  1986  one  in  San  Diego,  but  I  was  the 
program  chair  for  that,  so  I  worked  with  Sharon  very  closely. 
Actually  with  Sharon  very  closely  on  both  of  them. 

And  what  did  you  do  as  the  person  in  charge  of  the  program? 

What  that  means  is  getting  a  team  of  people  together  to  review  the 
requests  for  proposals—what  did  we  call  them?   The  call  for 
papers.   We  asked  for  people  to  submit  papers  and  then  we'd  review 


the  papers  for  presentation.   As  a  team  we'd  select  which  ones  we 
thought  were  worthwhile.   Usually  about  sixty  were  chosen. 

Landes:   Both  of  these  were  national  conferences.   Was  there  a  similar 
conference  for  just  the  California  programs? 

O'Hara:   Yes,  and  1  attended  those  conferences  frequently.   That's  the 
California  Association  of  Post-Secondary  Educators  of  the 
Disabled.   GAPED  it's  called.   In  1989,  with  Carol  Dalessio  of 
Laney  College,  I  co-chaired  their  annual  conference  again  at  the 
Oakland  Hilton. 


Landes:   Was  there  anything  noteworthy  about  that  conference  in  terms  of 
programs-- 

O'Hara:   It  happened  approximately  a  week  after  the  big  earthquake,  so  the 
Oakland  Bay  Bridge  was  out,  there  were  a  lot  of  people  that  were 
busy  with  earthquake-related  things,  including  ourselves.   But  we 
still  had  a  very  fine  attendance.   It  was  October  of  1989.   It  was 
noteworthy  for  being  so  close  to  the  earthquake  time. 

Brenda  Premo,  the  current  director  of  the  Department  of 
Rehabilitation—she  was  from  southern  California  at  the  time—was 
one  of  our  principal  speakers.   We  had  the  same  large  selection  of 
breakout  sessions.   I  think  it  was  a  very  successful  conference, 
with  several  hundred  people  attending. 

Landes:   What  is  it  about  organizing  these  conferences  that  you  like  so 
much? 

O'Hara:   You  know,  I'm  not  just  sure.   I  like  to  think  through  a  whole 

project  and  think  through  the  detail,  and  there's  a  challenge  to 
making  it  all  come  out  at  the  same  time.   I  don't  know  what  it  is. 
I  like  working  with  volunteers.   I  find  it  pretty  easy  to  gather 
good  volunteers,  and  of  course  I've  had  some  history  around  here 
so  I  know  where  the  good  people  are.   I  don't  know  why  I  like 
that,  but  I  do. 

Landes:   You  also  organized  a  conference  on  post-polio  syndrome? 

O'Hara:   No,  I  was  on  the  steering  committee.   Renah  Shnaider  was  always 
the  chair  of  the  post-polio  conferences.   I  think  I  was  on  the 
steering  committee  for  two- -one  in  the  eighties  and  maybe  one  in 
1991.   I  can't  remember  exactly  when  the  last  one  was. 

Landes:   And  what  did  you  do  as  a  member  of  the  steering  committee? 

O'Hara:   I  know  for  sure  I  was  arranging  transportation  for  people. 

Anybody  who  came  in  by  plane,  I  arranged  paratransit  for  them. 
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And  informed  people  about  what  was  available  in  terms  of  public 
transportation. 

Landes:   Did  you  participate  in  any  of  the  panels? 

O'Hara:   No.   I  tried  to  avoid  that,  but  I  was  not  always  successful.   I 

would  rather  be  the  woman  who  arranges  things  rather  than  the  one 
who  talks  [laughter]. 

Landes:   Now  I  see  why  you  like  to  organize  them  so  much. 

O'Hara:   Yes.   I  don't  have  to  talk.   It's  an  incredible  amount  of  small 
detail,  and  I  enjoy  it. 

Landes:   It  sounds  like  something  you  enjoy  and  that  you're  good  at. 
O'Hara:   Reasonably,  I  guess,  yes. 

Landes:   Are  there  any  other  conferences  that  you  were  involved  in,  either 
in  the  planning  or  participation  that  you'd  like  to  talk  about? 

O'Hara:   I  don't  think  any  conferences.   Through  AHSSPPE  I  had 

opportunities  to  attend  a  number  of  them,  and  I  got  to  see  some 
cities  I  never  would  have  seen.   The  first  one  I  went  to  was  1980 
in  Denver,  which  was  noteworthy  because  I  met  Ward  Newmeyer,  who 
eventually  became  my  assistant  director.   He  was  at  [UC]  Davis  at 
the  time.   And  then  in  1981  I  got  to  go  to  Boston,  to  that 
conference,  which  was  a  wonderful  one.   I  went  to  Kansas  City 
later  on  and  Columbus,  Ohio.   So  it  was  actually  quite  broadening 
in  terms  of  travel.   Seeing  cities.   As  with  all  conferences,  I 
think  the  big  benefit  is  the  networking;  it's  not  always  what  kind 
of  sessions  are  held. 


Other  Events 


Landes:   What  other  events  did  you  organize  as  part  of  your  job? 

O'Hara:   I  can't  remember  if  I  mentioned  the  Stanford  medical  student 
dinners  which  Zona  started  at  the  old  PDSP  on  Durant,  I  think 
through  her  acquaintance  with  Dr.  Dave  Kaplan- -Debbie ' s  father- - 
who  was  associated  with  the  medical  program  at  Stanford.   He  used 
to  bring  up  eight,  ten,  fifteen  medical  students  whom  he  felt 
needed  to  see  what  it  was  like  to  live  with  a  disability  after 
acute  care,  which  doctors  as  a  rule  have  very  little  information 
about.   These  medical  students  and  our  own  students  joined 
together  for  dinner  and  conversation.   In  the  beginning  Zona  did 
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Landes : 


O'Hara; 


all  the  cooking.   She  would  make  chimichangas  for  twenty- five  or 
thirty  people.   We  staff  people  were  there  too.   It  was  part  of 
that  seventies  optimism.   We  thought  we  were  really  going  to  be 
able  to  make  a  difference.  Maybe  we  did.   When  Zona  left  the 
program  in  '77  I  thought  it  was  important  to  continue  that,  so  1 
usually  hosted  the  program  in  the  dorms  and  had  some  kind  of  a 
real  low-cost  catered  meal  for  all  the  students  and  the  medical 
students.   That  went  on  every  semester  for  quite  a  few  years-- 
probably  the  end  of  the  eighties. 

It  was  really  attempting  to  give  the  Stanford  medical  students  a 
real-life  look  at  how  severely  disabled  people  lived? 

Yes,  and  how  they  could  live  and  how  they  were  living  in  a  non- 
medical  situation.   There  were  no  nurses  attached  to  our  program. 
The  students  trained  their  own  attendants,  and  we  made  a  point  of 
explaining  that.   It  was  so  non-medical  that  we  thought  it  was 
important  that  these  young  docs  learn  that  this  was  how  these 
students  could  live. 


Landes:   And  the  impetus  for  that  came  from  Dave  Kaplan,  whose  daughter  was 
disabled? 


O'Hara:   Yes,  but  it  happened  before  his  daughter  was  disabled.   I  think 
she  was  injured  in  1980,  if  I'm  not  mistaken. 

Landes:   And  this  had  begun  before  that. 

O'Hara:   Yes,  definitely. 

Landes:   Do  you  have  some  idea  of  why  he  thought  this  was  important? 

O'Hara:   No,  I  don't.   He  must  have  known  Zona,  and  they  must  have  talked 

about  it.   He  might  have  been  impressed  with  the  uniqueness  of  the 
program  in  the  mid-seventies. 

You  asked  me  what  other  things  I  organized,  and  of  course 
once  DSP  moved  to  Channing  we  had  regular  barbecues  for  everybody 
who  wanted  to  come:  parents,  visitors,  new  students,  old  students, 
staff.   Probably  the  most  notable  one  that  we  hosted  was  in  1988 
when  Stephen  Hawking  was  on  campus  giving  a  series  of  three 
lectures.   I  got  the  idea  that  maybe  we  could  see  if  such  a 
personage  would  be  willing  to  come  to  DSP. 

Landes:   And  who  was  Stephen  Hawking? 

O'Hara:   Stephen  Hawking  is  a  very  renowned  physicist  from  England  who 
specializes  in  the  black  hole.   He  wrote  a  book  called  A  Brief 
History  of  Time.   Cody's  [Books]  set  up  a  little  table  in  the 
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backyard,  in  the  parking  lot  of  DSP  on  Channing,  and  they  were 
selling  the  book.   It  was  so  moving  to  me  that  not  only  did 
Stephen  Hawking  accept  our  invitation  with  pleasure  and  attend- 
there  was  a  big  crowd- -but  anybody  who  wanted  the  book 
autographed- -he  of  course  could  not  write  because  of  his  ALS 
[Amyotrophic  Lateral  Sclerosis,  also  known  as  Lou  Gehrig's 
Disease] --he  had  his  attendant  dip  his  thumb  in  an  inkpad  and 
press  his  thumb  onto  your  copy  of  the  book.   I  thought  that  was 
such  a  humble  gesture  for  such  a  great  man  to  do.   It  took  a  lot 
of  time;  people  waited  in  line  and  he  took  all  the  time  it  needed. 
He  said  just  a  few  words  through  his  synthesized  speech  device. 
Otherwise  it  was  mostly  all  of  us  sort  of  talking  and  swirling 
about  him;  there  wasn't  much  interchange.   We  presented  him  with  a 
t-shirt  that  said  "I  survived  a  DSP  barbecue."  He  accepted  it 
graciously.   It  was  quite  a  privilege,  and  it  was  kind  of  odd  to 
have  such  a  famous  person  hosted  in  our  parking  lot. 

Landes:   Any  other  notable  barbecues  behind  Channing  Way? 

O'Hara:   When  the  60  Minutes  program  I  spoke  about  earlier  was  aired,  we 
felt  extremely  triumphant,  and  we  felt  so  good  about  it  that  we 
hosted  a  big  party  for  Lowell  Bergman,  the  producer.   Harry 
Reasoner  wasn't  there,  but  the  producer  was,  and  Ed  Roberts  of 
course  was  the  star  of  the  show.   So  we  had  this  huge  gathering 
again—several  hundred  people  with  a  meal.   I  got  a  huge  screen 
for  International  House—one  of  those  fifteen-foot  screens  —  and 
when  the  TV  came  on  for  that  twenty  minutes  or  so  we  watched  it 
together.   It  was  fun;  much  hooting,  much  hollering.   It  was  great 
fun.   In  fact,  I  do  have  a  copy  of  that  tape;  I  should  probably 
put  it  in  the  archive. 

Anyway,  that  was  another  one  that  I  enjoyed  doing,  and  the 
sad  thing  that  I  did  for  Ed  was  organize  his  memorial  in  '95,  and 
that  was  a  huge  event.   We  had  700  people  at  that.   It  was  in  the 
Harmon  Gym  [at  UC  Berkeley]. 

Landes:   How  did  you  find  out  that  Ed  died? 

O'Hara:   The  morning  of  his  death  I  heard  the  ambulance  drive  by  my  house, 
because  we  lived  on  the  same  block.   We  were  four  houses  apart.   I 
called  down  to  Ed's  and  just  left  a  message  for  Ed  saying,  "I 
don't  know  what's  going  on,  but  if  there's  anything  I  can  do,  let 
me  know."  It  turned  out  that  he  had  had  a  heart  attack  and  was  on 
his  way  to  the  hospital  and  probably  had  already  died  even  by  the 
time  I  called.   Another  neighbor  told  me  that  he  did  not  look  good 
as  they  were  carrying  him  to  the  ambulance.   Then  I  found  out 
within  an  hour  or  so  that  he  was  actually  dead.   Zona  was  not  in 
town  at  the  time.   Zona,  his  mother,  lived  in  the  main  house,  and 
he  lived  in  a  cottage  behind  her.   She  was  in  Hawaii,  and  they 
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were  trying  to  find  her.   They  did  find  her  eventually,  and  she 
flew  in  that  night  and  called  me  the  next  morning  to  see  if  I 
would  put  together  the  memorial.   We  did  a  few  days  later. 

Landes:   What  do  you  remember  about  organizing  that  memorial? 

O'Hara:   We  needed  to  act  quickly.   It  wasn't  difficult;  I  worked  with 

Sharon  [Bonney] ,  and  I  worked  with  Ward  Newmeyer--two  people  I've 
worked  with  for  so  many  events.   And  Walter  Gorman  and  Joan  Leon 
and  Linda  Perotti.   Together  we  chose  the  place  because  we  knew 
that  there  would  be  literally  hundreds  of  people  in  wheelchairs, 
and  that  precludes  any  church,  no  theater—there  was  no  place  that 
we  could  think  of.   It  was  cold  enough,  so  it  couldn't  be  the 
Greek  Theater  or  anything  outdoors.   We  had  to  have  a  place  where 
there  was  no  fixed  seating,  so  we  quickly  found  out  we  could  use 
Harmon  Gym  if  we  carpeted  the  floors.   So  I  had  to  get  someone  to 
carpet  the  floors,  because  it's  a  gym  floor  and  they  don't  want 
people  walking  on  the  gym  floor. 

Actually  it  turned  out  to  be  a  very  accessible  event;  I 
think  Ed  was  probably  very  happy  with  it.   We  also  served- -at 
Zona's  request—a  little  meal  for  everybody  after.   We  had  about  a 
thousand  sandwiches  and  cakes.   We  had  lots  of  volunteers  to  help 
with  the  meal  and  other  jobs.   The  World  Institute  on  Disability 
put  together  a  memorial  booklet  very  quickly--in  four  days—which 
is  in  the  archives.   The  university  built  an  emergency  ramp  to 
Harmon  Gym.   There  was  only  one  ramp,  and  we  were  afraid  that  with 
200  people  in  chairs— which  we  knew  were  going  to  show  up— that 
the  single- file  ramp  that  was  available  wouldn't  be  adequate  in  an 
emergency.   It  was  actually  a  rather  beautiful  occasion— very 
long.   Many,  many  people  wanted  to  speak  at  that.   [Reverend] 
Cecil  Williams  and  many  people  from  WID,  and  Zona,  and  Ed's 
brothers.   It  was  a  beautiful,  beautiful  tribute  to  him. 
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IV  REFLECTIONS  ON  THE  DISABILITY  EXPERIENCE 
[Interview  4:  December  17,  1997]  « 

Significance  of  the  Disabled  Students'  Program 


Landes:   Susan,  you  spent  seventeen  years  at  PDSP,  so  you  observed  a  lot 
while  you  were  there.   What  do  you  consider  to  be  the  most 
important  aspect  of  PDSP  or  its  significance  in  the  independent 
living  movement? 

O'Hara:   It  always  seemed  to  play  an  important  role  as  a  role  model.   I 
guess  I  have  to  go  back  to  its  beginnings  when  John  Hessler 
explained  to  me  how  they  started  it.   He  said  this  group  of 
students  at  Cowell  Hospital,  when  they  were  going  to  write  that 
first  grant,  said,  "Okay,  what  do  we  need?   We've  got  the 
intelligence  to  make  it  through  Cal.   We  don't  really  need  any 
social  assistance.   What  we  need  are  some  basic  services."   I  like 
that  about  DSP.   It  was  comprehensive  in  the  sense  that  it  looked 
at  all  the  needs  of  the  individual  person.   As  you  know,  the 
original  services  were  wheelchair  repair,  attendant  referral,  and 
some  transportation,  which  were  very,  very  sticky  issues  way  back 
in  1970.   Those  services  just  didn't  exist. 

It  was  quite  centralized  as  a  service,  and  it  worked  for 
PDSP.   That  aspect  is  controversial  or  certainly  debated.   There 
are  those  who  think  that  a  program  like  PDSP  should  diversify  as 
much  as  possible  throughout  the  campus  and  train  other  units, 
admissions,  and  housing  and  all  that  too,  to  actually  provide  the 
services.   And  there  are  universities  and  colleges  that  do  that. 
I  think  it  works  out  well  pretty  well  on  certain  campuses.   But 
this  is  the  way  PDSP  worked,  and  I  liked  it  because  it  was  kind  of 
a  one-stop  service,  and  it  was  very  non-bureaucratic. 

The  principles  were  simple:  what  does  this  person  need  to  be 
included  in  the  mainstream  of  student  life  and  of  society  in 
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Landes ; 
O'Hara: 


Landes: 


O'Hara: 


general?   I  liked  it  because  it  was  driven  by  people  with 
disabilities.   In  general,  it  had  the  cooperation  of  its  host 
institution,  the  university.   I  think  another  reason  that  it  ended 
up  being  important  is  because  it  took  advantage  of  a  lot  of  the 
aspects  of  the  city  of  Berkeley,  like  the  weather,  for  example. 
There  was  no  snow  and  ice,  which  to  somebody  like  me  is  pretty 
remarkable.   The  density  of  the  south  side  of  campus,  which  is 
where  the  wheelchair  access  was  in  the  beginning  almost 
exclusively.   By  "density"  I  mean  things  were  very  close  by:  you 
could  get  an  apartment  close  to  campus,  so  it  wouldn't  be  hard  to 
get  there.   You  wouldn't  need  additional  transportation.   There 
were  banks,  stores,  movie  theaters.   It  was  not  hard  to  live--if 
you  could  get  around  for  a  quarter  mile  you  could  live  pretty 
successfully  and  go  to  school. 

It  was  also  a  very  intelligent  community.   The  university 
community  generally  is.   I  think  that  that  was  another  benefit  for 
DSP,  and  of  course  the  population  of  DSP--the  students  and  the 
staff --were  also  highly  intelligent,  I  always  thought.   Maybe  not 
wise  in  every  single  move  [laughter],  but  smart. 

Also  the  movements  that  were  a  part  of  Berkeley—Free  Speech 
Movement,  the  anti-war  movement,  civil  rights  activities--!  think 
all  of  this  lent  itself  to  putting  DSP  on  the  map.   In  all  the 
years  that  I  was  working  at  DSP,  in  any  national  survey  I  saw,  DSP 
was  almost  always  the  one  with  the  largest  budget  of  all  the 
disabled  student  service  programs  in  the  country.   And  the  largest 
staff  and  the  widest  variety  of  services.   I  don't  think  that's 
true  anymore,  but  it  was  at  one  time. 

When  you  say  "the  highest  budget,"  do  you  mean  per  student  served? 

I  was  just  looking  at  the  general  overall  figure.   Per  student 
served,  I'm  not  sure.   I  never  actually  figured  that  out.   When  I 
was  at  DSP,  both  in  the  residence  program  and  as  the  director  of 
the  umbrella  organization,  we  had  literally  thousands  of  visitors. 
People  would  come  from  all  over  the  world—and  a  lot  of  places  in 
the  United  States  —  for  the  first  fifteen  years  and  want  to  know 
how  it  worked.   It  was  a  lot  of  fun  meeting  with  these  people, 
because  it  was  fun  to  articulate  the  simplicity  of  the  principles 
and  to  encourage  people  to  do  the  same. 

What's  your  knowledge  of  the  extent  to  which  these  ideas  then 
became  part  of  programs  elsewhere  in  the  United  States  or  in  other 
countries? 

I'll  start  with  the  things  that  didn't  become  popular.   We  were 
one  of  the  few  programs  in  the  country  that  had  wheelchair  repair 
built  into  the  service.   More  often,  a  program  in  another  part  of 
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the  country  would  use  a  local  bike  shop  or  some  kind  of  facility 
management  on  the  campus—just  a  mechanic  who  might  have  a  little 
spare  time.   But  our  program,  part  of  that  comprehensiveness 
included  wheelchair  repair,  and  they  had  that  at  [UC]  Riverside 
and  at  [UC]  Davis  also.   Very  few  other  programs  across  the 
country  did.   Our  attendant  referral  was  much  more  complete  than 
most  others  because  the  interview  process  was  very  thorough  and 
the  matching  up  of  employee  and  employer  was  done  very  carefully. 

In  1970  there  were  only  a  few  programs  existing  in  the 
country.   I  can  actually  only  think  of  two,  but  there  probably 
were  more.   We  had  so  many  people  visiting  that  I  can  only  think 
that  now,  the  many  institutions  that  have  programs,  many  of  them, 
got  some  ideas  from  DSP.   Of  course  after  1977  and  the  504 
regulations,  I  think  people  became  more  aware  of  how  they  needed 
to  make  themselves  accessible  and  what  the  students  needed,  so  I 
certainly  can't  take  the  full  credit  for  DSP  on  those. 

Landes:   But  certainly  during  the  early  and  mid-seventies  it  was  critically 
important  as  a  role  model  elsewhere. 

O'Hara:   That's  my  impression. 

Landes:   Now  you  participated  at  PDSP  first  as  a  student  and  then  as  head 
of  the  residence  program  and  then  later  as  the  director.   So 
you've  had  a  unique  view  of  the  institution  and  also  experience  in 
it.   What  impact  did  this  have  on  your  view  of  yourself  as  a 
disabled  person  and  your  identity  as  a  disabled  person? 

O'Hara:   It  had  a  tremendous  impact.   I  think  I  mentioned  much  earlier  that 
when  I  came  to  Berkeley  I  had  every  stereotype  you  could  possibly 
have  about  people  with  disabilities,  even  though  I  also  was  a 
person  with  a  disability.   I  was  sure  that  people  wouldn't  have 
enough  energy  and  would  be  not  very  active  and  be  sort  of  sickly. 
All  these  ideas  quickly  turned  around  for  me  in  my  six  weeks  that 
I  stayed  at  Cowell  Hospital.   I  think  that  the  second  stage  of 
that  was,  as  I  saw  people  with  disabilities  doing  so  many 
interesting  things  and  I  really  liked  so  many  of  them,  I  think 
that  I  could  look  at  my  own  disability  a  little  bit  more  directly 
and  accept  it.   I  think  my  method  of  handling  my  disability  was 
just  to  pretty  much  ignore  it  those  first  seventeen  years.   And 
once  I  came  to  Berkeley  I  could  actually  look  at  it  for  what  it 
was.   Disability  in  some  respects  is  quite  ugly,  and  I  think  I 
could  look  at  it  and  over  time  got  to  accept  it  in  a  much  more 
direct  way.   I  do  credit  the  program  and  the  people  around  here 
for  that. 
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Landes: 


O'Hara: 


Landes : 


O'Hara: 


Landes: 

O'Hara: 
Landes : 

O'Hara: 
Landes : 


In  what  ways  have  you  seen  other  people's  perceptions  of 
themselves  as  disabled  people  change  as  a  result  of  being  part  of 
this  community?   Students  that  came  in,  for  example. 

There  were  so  many  that  lived  such  sheltered  and  sometimes 
depressed  lives.   When  they  came  to  Berkeley  and  saw  exactly  what 
I  saw—other  people  with  the  same  kinds  of  disabilities  doing  all 
kinds  of  interesting  things  and  leading  exciting  lives  or  at  least 
normal  lives,  you  might  say--I  saw  that  happen  time  after  time 
after  time.   I  think  back  to  Cheryl  Wade,  for  example,  who  has 
publicly,  on  stage,  talked  about  her  ten  years  of  living  in  sort 
of  a  dark  room  and  then  coming  to  Berkeley  in  the  residence 
program  and  the  world  opened  up  for  her  in  a  really  bright  way. 
And  now  she's  on  the  stage  and  really  a  marvelous  actress. 


Did  you  see  tensions  among  people  with  disabilities? 
or  prejudices  of  one  group  towards  another? 


Any  bigotry 


If  it  was  there,  it  was  certainly  never  spoken  of.   But  I  think 
maybe  that  is  the  insidiousness  of  this  hierarchy  which  I  think 
exists.   There's  the  person,  for  example,  who  uses  a  wheelchair 
who  looks  like  a  seated  person  and  has  no  other  visual  difference 
from  someone  who  might  be  just  sitting  in  a  chair.   And  then 
there's  another  kind  of  disability  where  there  is  a  visual 
difference;  they  might  have  some  spasticity  or  something.   And  I 
think  that  society  views  those  two  different  types  of  people 
differently  and  hierarchically. 

So  the  way  that  you  would  define  the  hierarchy  is  the  closer  you 
look  to  being  "normal"  the  higher  you  are  in  the  hierarchy? 

Yes,  I  think  so. 

So  for  example,  somebody  with  a  great  deal  of  spasticity  and 
perhaps  drools  would  be  much  lower  down  on  this  hierarchy? 

Yes. 

Are  you  talking  about  how  people  outside  the  disabled  community 
view-- 


O'Hara:   Yes,  but  I  think  also  within  the  community.   It  isn't  even  a 

subject  that's  discussed  very  often,  so  I'm  not  actually  sure.   I 
think  I  had  some  of  those  feelings  myself,  and  I've  actually 
struggled  with  some  of  that  myself.   I  have  felt  privileged  being 
one  of  the  people  who  looked  like  they  were  seated,  and  I'm  not 
sure  how  I  feel  about  feeling  privileged. 
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Landes:   Do  you  think  that  that's  an  issue  that  should  be  more  openly 

discussed?   Is  that  something  that  you  would  like  to  see  on  the 
agenda  within  the  community? 

O'Hara:   Well,  yes.   I  don't  know  if  we  have  to  discuss  it  head  on,  but 
just  work  at  including  people  and  valuing  and  respecting  each 
person  with  the  community. 

Landes:   And  understanding  that  that  is  an  issue  that  probably  isn't  talked 
about . 

O'Hara:   Right.   And  the  community  is  so  disparate  anyway,  it  seems  to  me, 
and  I  don't  claim  to  be  an  expert  on  this.   But  it  always  puzzled 
me  that  deaf  people  felt  that  they're  not  even  disabled,  that  —  at 
least  as  I  understand  it--deaf  people  frequently  consider 
themselves  just  another  culture.   I've  never  quite  understood 
that,  even  though  there  is  a  form  of  language  involved  there.   But 
it  doesn't  seem  like  it  has  all  the  traits  of  a  culture  to  me.   I 
also  think  that  there  is  a  fair  amount  of  prejudice  against  the 
capabilities  of  people  who  are  blind. 

Landes:   In  what  sense? 

O'Hara:   I  one  time  heard  that  the  average  person  thinks  that  the  worst 

disability  you  could  have  would  be  to  be  blind.   I  can't  imagine 
what  it  would  be  like  not  to  be  able  to  read  and  not  to  be  able  to 
check  figures  and  do  that  kind  of  thing.   I  think  those  skills- 
reading  and  checking  figures,  that  kind  of  thing—makes  it  seem 
like  it's  more  difficult  for  a  blind  person  to  function 
independently.   That  may  or  may  not  be  true. 


The  Oral  History  Project 


Landes:   You  spent  twenty-some-odd  years  observing  the  development  of  the 
independent  living  movement  in  Berkeley.   At  what  point  did  you 
get  the  idea  that  you  wanted  to  start  doing  oral  history  of  this 
movement? 

O'Hara:   It  was  pretty  early,  because  the  first  letter  I  wrote  to  Willa 

Baum,  the  director  of  the  oral  history  office--!  still  have  a  copy 
of  it— is  dated  1982.   I  think  having  majored  in  European  and 
American  history  in  college  and  having  taught  it  for  thirteen 
years,  I  just  had  a  sense  of  history.   It  was  almost  impossible 
for  me  to  be  around  Berkeley  in  the  seventies  without  sensing  that 
there  was  something  very  important  going  on  here.   The 
mushrooming,  the  burgeoning  of  groups— CTP  [Computer  Training 


Program]  and  DREDF  [Disability  Rights  Education  and  Defense  Fund] 
and  the  KIDS  [Keys  to  Introducing  Disability  in  Schools]  project 
and  BORP  [Berkeley  Outreach  Recreation  Program] --so  many  things 
were  starting  that  it  just  seemed  like  this  was  an  idea  whose  time 
had  come  and  it  should  be  recorded. 

Landes :   When  did  you  write  to  Willa  Baum? 

O'Hara:   In  1982. 

Landes:   And  what  was  her  response? 

O'Hara:   I  didn't  even  know  her.   I  just  knew  she  was  the  head  of  the 

department.   She  immediately  wrote  me  back  and  said,  "Excellent 
idea- -let's  work  on  funding  for  it,"  which  as  you  may  know  she  and 
I  did  for  six  or  seven  years.   We  wrote  three  different  grants, 
three  different  years,  to  the  National  Endowment  for  the 
Humanities.   They  provide  coaching  if  you  don't  make  it  the  first 
year.   We  went  through  that,  and  [Professor  Raymond]  Ray  Lifchez 
helped  us.  We  tried  everything,  and  we  couldn't  get  the  funding 
for  it  until  finally  the  Prytanean  Alumnae--Willa  Baum  had  told 
them  about  the  project,  and  they  gave  us  a  thousand  dollars.   One 
of  my  staff  people,  Herb  Wiseman,  started  out  by  doing  two  early 
interviews  of  administrators,  which  is  part  of  the  collection, 
Betty  Neely  and  Arleigh  Williams. 

Landes:   These  very  early  interviews  started  when?   In  the  late  eighties? 

O'Hara:   I  think  in  the  mid-eighties.   Probably  '85.   I'd  have  to  look  it 
up. 

Landes:   It  must  have  been  very  frustrating  for  you  to  try  to  develop 
funding  for  this  project. 

O'Hara:   Yes,  it  was  frustrating,  but  I  was  terribly  busy,  so  I  didn't 

spend  a  lot  of  time  being  frustrated.   It  was  very  disappointing 
after  we  really  worked  hard  on  these  federal  grants  to  be  turned 
down  three  times  in  a  row.   It  seemed  like  we  were  never  going  to 
get  any  money  for  it,  so  when  I  retired,  I  said  to  Willa--by  this 
time  Willa  and  I  were  friends  because  we  had  worked  together  for 
ten  years  just  trying  to  get  funding  and  keep  the  idea  alive. 
Anyway,  I  said  to  Willa  that  I  would  volunteer  to  do  the  project. 
Just  inching  along  as  much  as  I  could.   Because  in  the  meantime, 
people  had  died—between  '82  and  '92  we  lost  John  Hessler,  Phil 
Draper,  and  a  number  of  other  leaders  that  we  would  have  dearly 
loved  to  have  recorded. 

Landes:   Do  you  have  any  sense  of  why  these  grants  were  not  being  funded? 
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O'Hara:   Every  year  that  we  were  turned  down  it  was  something  different. 

We  did  ask  for  the  critiques  of  the  readers,  and  it  appeared  to  me 
in  reading  through  them  that  there  was  a  feeling  among  the  readers 
that  they  just  simply  didn't  want  to  fund  Berkeley.   I  actually 
felt  it  might  have  been  a  political  reason. 

Landes:   So  it  may  have  been  more  that  it  was  Berkeley  rather  than  the 
independent  living  movement? 

O'Hara:   That's  what  I  thought,  but  I  was  never  sure. 
Landes:   When  did  the  breakthrough  come? 

O'Hara:   At  a  meeting  of  the  Society  for  Disability  Studies.   Paul 

Longmore,  who  knew  about  our  interest  in  the  project,  came  to  me 
and  said — this  was  in  1994--"There' s  an  application  for  a  NIDRR 
[National  Institute  of  Disability  Research  and  Rehabilitation] 
grant  available  out  at  the  lobby.   Why  don't  you  pick  one  up?   1 
think  it  would  be  perfect  for  your  project?" 

So  I  did,  and  The  Bancroft  Library  applied  for  the  project. 
Landes:   Paul  evidently  knew  about  this  project? 
O'Hara:   Yes. 
Landes:   Had  he  been  working  with  you? 

O'Hara:   No,  he  hadn't  been  working  with  me,  but  I  had  just  talked  to  him 
about  it,  because  he  is  an  historian  and  he  had  done  some  oral 
history,  and  he  thought  we  had  a  good  idea.   He  just  had  me  in 
mind  when  he  saw  those  applications. 

Landes:   You  and  Willa  did  apply  for  a  NIDRR  grant? 

O'Hara:   No.   The  Bancroft  Library  applied  this  time,  with  Ann  Lage  and 
Bonnie  Hardwick  doing  the  actual  applying.   This  time  it  was  to 
include  not  just  oral  histories,  but  part  of  the  grant  was  to  go 
to  an  archivist  so  that  we  could  actually  collect  the  papers  of 
the  individual  people  and  also  the  organizations  in  Berkeley. 
That  is  the  difference  between  the  earlier  grants  and  the  NIDRR 
grant  that  we  did  receive.   The  NIDRR  was  much  more  expanded 
because  it  included  history  of  people  in  the  city  and  not  just  the 
university. 

Landes:   And  when  did  you  find  out  you  got  the  grant? 

O'Hara:   The  Bancroft  Library  got  the  grant  in,  I  think,  early  '96. 
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Landes:   How  did  you  feel? 

O'Hara:   Oh,  I  was  elated  and  still  am.   I  think  it's  turning  out  to  be  a 
marvelous  project. 

Landes:   If  we  do  say  so  ourselves  [laughter]. 

O'Hara:   And  now  we  have  what?   Five  interviewers  and  an  extra  editor,  and 
it's  been  a  real  pleasure  doing  it. 


Travels  to  Europe  and  Japan 


Landes:   You  have  other  interests  quite  apart  from  your  life  here  in 

Berkeley  and  your  work  with  the  university,  and  I'd  like  to  spend 
a  little  time  talking  about  some  of  those.   You've  traveled  a 
great  deal.   You  have  quite  an  interest  in  travel.   How  did  you 
develop  an  interest  in  traveling? 

O'Hara:   I  can  clearly  remember  when  the  idea  of  going  to  Europe  first  hit 
me.   My  sister--a  younger  sister  named  Peggy--had  come  back  from  a 
summer  in  Europe  and  said,  "There's  no  reason  you  can't  go  to 
Europe.   Let's  go  next  summer."   It  had  never  occurred  to  me  that 
I  would  be  able  to  travel  in  a  wheelchair.   This  was  thirty  years 
ago,  and  it  was  so  different.   These  ideas  just  hadn't  developed. 

Landes:   When  was  this?   Mid-sixties? 

O'Hara:   In  '67.   Well,  she  proposed  it  in  '66,  and  we  took  off  on  our 

first  trip  in  '67.   I  actually  have  had  seven  trips  to  Europe- 
three  at  the  end  of  the  sixties  and  then  four  at  the  end  of  the 
eighties.   The  first  trip  was  in  a  pushchair.   We  were  all 
younger,  I  was  lighter,  my  sisters  were  stronger,  and  two  or  three 
stairs  never  made  a  difference. 

Landes:   Where  did  you  go? 

O'Hara:   London,  Ireland,  France,  and  Italy.   On  every  trip  I  always  went 
to  France,  and  almost  always  went  to  London  and  Ireland,  and  then 
we  added  Greece  one  year  and  we  added  Germany  another  year. 

Landes:   How  long  would  you  go  for? 

O'Hara:   Just  three  weeks. 

Landes:   What  was  it  like  traveling  as  a  disabled  person  in  Europe? 
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O'Hara:   In  the  early  days,  because  we  were  all  younger,  stronger,  lighter, 
et  cetera,  it  wasn't  terribly  complicated.   Oh,  I  shouldn't  say  it 
wasn't  complicated;  it  always  took  a  lot  of  planning.   There 
weren't  many  people  doing  it.   I  can  remember  in  Ireland  someone 
asking  my  sisters  if  they  were  taking  me  for  a  tour  of  the  shrines 
in  Europe.   They  couldn't  imagine  that  you  would  just  travel  to 
enjoy  travel.   I  must  be  going  to  the  shrines  for  a  cure.   It  was 
an  enormous  amount  of  fun.   It  was  thrilling.   Landing  in  Paris 
from  Chicago  that  first  time  I  can  remember  seeing  the  Eiffel 
Tower,  which  in  general  I  always  thought  was  fairly  boring,  but 
seeing  it  from  the  air--the  symbol  of  Paris—was  so  exciting.   And 
seeing  the  Coliseum  and  the  Forum  in  Rome. 

Landes:   What  were  highlights  of  those  trips?  Take  the  first  trip. 

O'Hara:   Those  few  trips  in  the  sixties  were  simply  just  to  see  different 
countries.   It  was  pure  travel.   My  later  trips  I  had  some  very 
specific  architectural  and  historical  interests. 

Landes:   Let's  talk  about  the  earlier  trips  first.   How  did  other  people 
view  you  as  a  disabled  person  in  Europe?  Did  you  notice  any 
differences  from  the  United  States? 

O'Hara:   I  don't  remember,  but  I  also  don't  usually  pay  attention  to  that 
kind  of  stuff.   Occasionally  people  would  say  something,  like  the 
Irish  guy  that  thought  I  was  going  to  the  shrines.   I  just  enjoyed 
the  standard  tourist  sights:  the  Seine  river  and  Notre  Dame 
cathedral  and  the  Vatican. 

Landes:   When  you  went  for  specific  purposes  later,  why  did  you  go? 

O'Hara:   Partly  because  I'm  part  gypsy  [laughs].   I  love  to  travel.   For 
the  second  series--!  went  in  '86,  '88,  '89,  and  '90.   I  just 
couldn't  get  enough  of  it.   But  I  took  my  motorized  chair  then.   I 
always  took  my  pushchair  as  a  spare.   I  always  went  with  several 
people  so  I  wouldn't  wear  them  out  as  personal  attendants.   I  went 
specifically  because  I  had  developed  my  interest  in  early  medieval 
architecture—Romanesque  particularly,  but  also  Gothic. 

ii 

Landes:   So  you  had  an  interest  in  medieval  architecture? 

O'Hara:   In  1986  I  planned  a  trip  with  two  of  my  sisters,  Peg  and  Liz,  and 
two  friends.   I  wanted  to  see  as  many  Gothic  cathedrals  as  I  could 
in  northern  France,  which  in  my  opinion  were  where  the  best  ones 
are.   I  studied  pictures  of  these  cathedrals  in  great  detail- 
architecturally  they  are  very  interesting  to  me.   I  could  see  that 
maybe  they'd  have  lots  of  stairs  in  the  front  of  the  building,  but 
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there  might  be  an  entrance  on  the  side  with  two  steps.   So  I  asked 
Bill  Fryckman  to  build  me  some  portable  ramps  that  I  could  use  to 
get  into  the  van  that  we  rented—we  rented  a  Volkswagen  Vanagon-- 
and  also  to  be  used  for  getting  over  a  couple  of  steps.   He  did 
build  me  two  channel  ramps;  each  ramp  telescoped  into  itself  so 
that  it  actually  came  to  short  twenty-inch  pieces  and  opened  up 
seven  feet.   I  got  in  and  out  of  the  van  that  way.  We  landed  in 
Brussels  that  particular  trip,  and  we  drove  to  France,  which  is 
not  a  very  long  trip,  and  the  first  cathedral  was  the  Amiens 
cathedral.   There  were  two  steps  on  the  side,  many  steps  in  the 
front,  and  we  put  my  ramps  over  the  two  steps.   I  can  still 
remember  how  thrilled  I  was ;  I  actually  was  in  the  cathedral  that 
I  had  studied  for  such  a  long  time. 

Those  ramps  were  invaluable.   At  the  end  of  that  trip,  we 
used  them  to  go  over  the  five  steps  at  the  entrance  of  the  Reims 
cathedral.   I  would  never  recommend  it;  that  was  too  many  steps. 
My  companions  and  assistants  did  not  want  to  do  it,  but  they  did 
it  for  me  because  they  knew  I  wanted  to  get  inside.   They  were 
sweating  bullets,  because  the  ramps  barely  stretched  over  those 
five  steps,  and  it  was  extremely  steep. 

Landes:   You  were  in  your  power  chair  all  of  this  time? 

O'Hara:   Right.   The  last  four  trips  I  took  I  never  was  in  my  push  chair  at 
all.   I  only  took  it  as  a  spare  in  case  the  power  chair  broke 
down.   I  would  make  enormous  preparations,  writing  to  hotels, 
studying  pictures  of  museums,  and  reading—there  are  one  or  two 
really  good  guidebooks  available  on  Paris  access.   So  I  would  plan 
the  location  of  my  hotel  very  carefully  so  I  wouldn't  have  to  use 
transit  unless  absolutely  necessary.   I  found  that  there  were 
accessible  taxis  in  Paris,  which  I  used  occasionally. 

Landes:  What  constituted  an  accessible  taxi? 

O'Hara:  Actually  it  was  very  much  like  a  minivan. 

Landes:  With  lifts? 

O'Hara:  Yes.   Very  much  like  what  we  see  now.   They  were  quite  good. 

In  1986  we  went  to  Normandy  and  I  saw  quite  a  few  of  my  even 
more  favorite  buildings,  and  that  is  the  Romanesque  style,  the 
earlier  period  around  the  tenth  or  eleventh  century.   They  are 
very  small  usually,  very  thick  walls,  and  very  low  to  the  ground. 
They're  very  human  scale,  and  very  often  they  have  almost  no 
stairs.   I'm  sure  that's  not  the  reason  I  like  them,  but  they  were 
very  wonderful  to  visit.   Of  course,  on  that  trip  I  found  that 
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Monet's  garden  was  accessible—not  his  house,  but  his  garden.   It 
was  very  worth  the  trip. 

Did  you  use  public  transportation  at  all  with  your  power  chair? 

Yes. 

Trains?   Subways? 

At  the  time  none  of  the  undergrounds  were  accessible.   I  did  take 
a  train  to  Brussels  in  1988.   I  had  worked  with  some  Belgian 
television  people  here,  and  they  wanted  me  to  come  over  there  and 
visit  and  be  on  their  television  show.   You  have  to  be  very 
careful  when  you  select  which  train,  because  the  doors  on  some 
trains  are  not  wide  enough,  and  the  doors  on  others  are.   So  you 
have  to  get  to  the  station  early  and  figure  it  out. 


And  how  did  you  get  up  into  the  train? 
with  the-- 


Were  the  platforms  level 


No,  it  was  sort  of  like  a  forklift  device  that  raised  me  to  the 
level  of  the  platform.   Then  in  1990  I  took  the  TGV,  the  Train  de 
Grande  Vitesse,  from  Paris  to  Montpelier  in  the  south  of  France, 
which  takes  a  grand  total  of  about  four  hours,  where  you're  going 
so  fast  you  can't  read  the  signs.   That  was  quite  comfortable 
also. 

I  never  even  saw  any  accessible  buses.   I  don't  think  there 
were  any  or  are  any. 

You  also  traveled  to  Japan  for  a  speaking  tour.   When  was  that? 

That  was  in  1993,  and  came  about  as  a  result  of  my  working  with  a 
visiting  scholar  from  Japan,  Professor  Takahiro  Sadato  from  the 
University  of  Osaka.   I  had  spent  several  hours  every  week  for  a 
semester  working  with  him  on  the  details  of  independent  living, 
about  DSP  and  about  the  other  organizations  in  town,  and  he 
invited  me  in  1993  to  speak  at  an  international  conference  at 
Waseda  University  in  Tokyo.   1  gladly  accepted  and  spoke  at 
several  other  cities  as  well- -Yokohama,  Nagoya,  Osaka—mostly  to 
groups  who  were  more  concerned  with  independent  living- -not  an 
educational  conference. 

The  interesting  thing  about  the  trip  to  Japan  was  talking 
about  the  principles  of  independent  living  in  the  United  States 
and  seeing  how  they  were  trying  to  apply  those  same  principles 
into  the  web  of  their  culture,  which  didn't  always  particularly 
work,  I  thought.   I  firmly  believe  that  every  culture  has  to 
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develop  the  principles,  in  this  case  of  independent  living,  as  it 
will  work  in  their  own  culture. 

Two  examples:  here,  the  essence  of  attendants  is  basically 
the  person  with  a  disability  being  the  employer  and  the  attendant 
being  the  employee.   It  is  a  reversal  of  the  object  of  charity 
idea.   The  person  with  a  disability  is  not  getting  a  favor  from 
the  nondisabled  person;  they're  actually  paying  for  a  service.   I 
think  it's  the  heart  of  our  attendant  service  and  independent 
living.   Over  there,  an  individual  who  does  not  work  for  a  company 
but  works  for  an  individual  is  seen  as  [having]  an  undesirable 
status.   Working  for  a  group,  an  association,  a  firm,  an  industry, 
is  far  more  desirable.   So  the  idea  of  working  as  an  individual 
attendant,  as  an  employee  of  one  person,  strikes  me  as  being 
something  that  their  culture  doesn't  accept  very  well.   Many 
disabled  people  over  there,  the  ones  who  live  independently,  have 
a  different  attendant  every  single  day  for  as  many  as  sixty  days 
in  a  row.   These  attendants  are  all  volunteers.   Volunteering  to 
help  people  is  a  high  value  in  Japanese  society.   Of  course,  if 
you  have  a  different  person  doing  your  attendant  work  every  day 
for  sixty  days,  you're  going  to  spend  a  lot  more  time  because  you 
have  to  retrain  that  person  every  time  you  see  them,  which  is  two 
months  later.   I  said,  "How  can  you  stand  that?"  and  one  man  said 
to  me,  "That's  how  we  survive."  The  concept  of  one  person 
employing  another  person  is  more  problematic  in  their  culture, 
although  I  think  they  are  trying  it  in  Osaka. 

This  volunteering  brings  with  it  the  issue  of  people  with 
disabilities  as  objects  of  charity,  which  I  think  is  a  problem  in 
both  cultures.   Now  how  it  will  be  absorbed  in  the  Japanese 
culture  I  don't  know.   But  they  were  really  struggling  to  try  to 
adapt  the  American  principle  of  independent  living  about  attendant 
care . 


Landes:   How  did  they  receive  your  ideas? 

O'Hara:   Ever  so  politely  [laughs].   I  don't  know,  because  I  don't  speak 

Japanese,  which  is  a  great  misfortune  for  me.   Sometimes  I  didn't 
know  exactly  if  the  interpreter  fully  understood  what  I  was 
saying,  so  I'm  not,  in  turn,  sure  what  I  said  [laughter]. 

Landes:   What  they  heard,  anyway. 

O'Hara:  Right.  There  was  a  great  deal  of  interest  and  attention,  and  I 
was  very  impressed  with  the  number  of  people  that  are  trying  to 
work  something  out  over  there . 

I  have  to  give  you  one  other  example.   The  tatami,  the  mats 
on  the  floors  of  Japanese  homes,  are  very  important  to  them,  and 
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you  don't  walk  on  them  in  your  shoes.   Nor  do  you  roll  on  them  in 
your  wheelchair.   One  of  the  Americans  was  invited  to  someone's 
home  in  Tokyo,  and  the  hostess  didn't  want  the  wheels  of  her 
wheelchair  on  the  tatami.  My  American  friend  could  walk  if  she 
had  her  special  shoes  on,  but  shoes  weren't  allowed  either  on  the 
tatami.   So  the  hostess  said,  "I  think  you  will  just  have  to  crawl 
then.   Take  your  shoes  off  and  crawl."  As  it  turned  out,  with  the 
help  of  her  husband,  my  friend  used  her  crutches  in  her  stocking 
feet.   But  the  hostess  first  ran  to  the  kitchen  to  get  a  rag  to 
wipe  the  crutch  tips.   You  can  see  that  the  tatami  is  extremely 
important,  far  beyond  the  function  of  a  person  in  a  wheelchair. 

Now  when  I  spoke  to  a  couple  of  people  in  Japan  about  that, 
they  said  that  is  the  reason  quite  a  few  disabled  people  are 
bedridden:  the  idea  of  being  in  a  wheelchair,  on  the  tatami,  is 
not  acceptable.   My  Japanese  hosts  had  made  reservations  for  me  at 
a  couple  of  hotels  where  I  was  going  to  have  to  change  wheelchairs 
in  the  doorway  so  that  I  would  not  get  street  dirt  from  my  wheels 
onto  the  carpeting—in  this  case  it  wasn't  tatarai--in  the  hotel. 
I  changed  hotels,  which  I  think  was  highly  offensive  to  my  hosts, 
but  there  was  no  way  I  could  get  out  my  Hoyer  [lift]  and  transfer 
in  the  lobby  of  a  hotel.   Sometimes  in  the  temples  they  had  spare 
wheelchairs,  and  you  had  to  transfer  to  a  pushchair.   1  didn't  go 
to  those  particular  temples--!  went  to  some,  but  not  ones  where 
you  had  to  transfer.   I  guess  1  say  all  this  because  I  think  it's 
just  critical  for  one  culture  to  work  out  its  own  functions.   One 
person  told  me  that  the  way  she  works  it  out  —  she  has  a 
wheelchair--she  has  no  tatami  on  the  first  floor,  but  does  on  the 
second  floor.   I  gathered  that  she  didn't  go  to  the  second  floor. 
For  some  reason  that's  just  very  important  for  them  to  have  that. 

Landes:  Those  are  some  fascinating  examples  of  the  types  of  cross-cultural 
negotiations  that  have  to  go  on  in  discussions  of  what  independent 
living  means  in  a  specific  culture. 

O'Hara:   Mary  Lou  Breslin  went  to  Japan  after  I  did,  and  she  has  some  very 
interesting  stories  that  will  be  in  her  interview. 

Landes:  Are  there  any  other  comments  you'd  like  to  make  about  your  trip  to 
Japan? 

O'Hara:   I  loved  it.   I  actually  was  quite  fearful  of  it;  I  didn't  think 

that  they  had  access  even  as  well  as  they  do,  and  I  thought  it  was 
going  to  be  difficult.   My  hosts  certainly  smoothed  the  path,  as 
Japanese  hosts  always  do.   I  used  the  bullet  train  a  lot. 

Landes:   Were  there  elevators  to  the  platforms? 
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O'Hara:   Yes.   And  there  was  one  step  up,  and  we  had  thirteen  pieces  of 

luggage.   I  took  my  shower  chair  with  me,  I  took  my  ramp  package 
with  me.   We  had  tote  bags  and  suitcases  and  of  course  a  suitcase 
full  of  gifts,  which  is  the  Japanese  custom  if  you  are  a  guest. 
When  the  train  came  in,  you've  got  exactly  two  minutes  because  the 
trains  are  very,  very  punctual.   So  my  nephew  would  bump  me  up  the 
step,  get  me  in  place,  and  my  sister  Liz  and  my  sister-in-law  Judy 
would  throw  the  thirteen  packages  onto  the  train,  they'd  jump  on, 
and  the  train  would  be  off. 

Landes:   Those  three  were  your  entourage? 
O'Hara:   Yes. 

Landes:   How  did  other  disabled  people  perceive  you?  Do  you  have  any  sense 
of  that?   You're  traveling  with  this  entourage  and  these  big 
packets.   And  also  your  seeming  independence. 

O'Hara:   I  think  that  kind  of  independence  is  very  much  desired,  but  I  got 
the  feeling  that  many  people  that  I  ran  into  felt  that  it  was 
going  to  be  a  long  time  or  next  to  impossible  for  them  to  achieve 
that,  many  times  because  of  cultural  or  financial  restrictions. 

Landes:   In  Japan  you  went  specifically  to  work  with  disabled  people  and  to 
speak  on  the  issues  of  independent  living.   Did  you  meet  with  or 
work  in  any  way  with  disabled  people  in  Europe  on  those  trips? 

O'Hara:   Just  a  little  bit.   My  one  connection  was  in  France,  and  that  was 
Philippe  Saint-Martin,  who  had  a  fairly  high  ranking  position  in 
the  French  government.   He  was  disabled  and  was  instrumental  in 
making  the  Musee  D'Orsay  accessible,  and  the  TGV.   He  visited  me 
for  a  week  over  here,  and  I  showed  him  the  Berkeley  organizations. 
Other  than  talking  with  him  and  exchanging  information- -he  gave  me 
some  practical  information,  like  he'd  find  a  taxi  to  pick  me  up  at 
the  airport,  and  I  gave  him  theoretical  information  about  what  was 
going  on  over  here.   We  really  weren't  working  together, 
particularly. 

Landes:   Did  you  see  many  other  people  with  disabilities  out  on  the  streets 
in  Paris  and  these  other  cities  you  were  visiting? 

O'Hara:   Not  very  many,  no.   Occasionally  you'd  see  somebody  in  a  motorized 
wheelchair,  but  not  very  often.   Curb  ramps  are  not  particularly 
good  in  France.   For  some  mysterious  reason,  they  have  two- inch 
lips  at  the  bottom  of  them  so  that  you  have  to  bump  up.   Sometimes 
it's  virtually  impossible  to  bump  up. 

Landes:   Do  you  have  any  other  comments  on  your  travels? 
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My  comments  basically  went  into  articles  that  I  published.   I  had 
a  great  deal  of  fun  writing  in  the  late  eighties  and  was  fairly 
successful  in  getting  them  published.   Most  of  them  were  about 
accessibility  in  Paris  or  getting  around  medieval  France  in  a 
wheelchair.   They  were  published  all  the  way  from  the  Montreal 
Gazette  and  Boston  Globe  to  the  Los  Angeles  Times  and  Chicago 
Tribune.   Never  in  the  New  York  Times .   I  have  several  rejections 
from  them  [chuckles]. 

So  you  became  a  writer. 

Yes,  for  a  little  while. 

Have  you  written  on  other  issues  other  than  travel? 

No.   That's  the  extent  of  my  publication.   It  was  sort  of  a  flash 
in  the  pan:  it  was  all  over  in  about  three  years. 


You  also  have  had  a  long-time  interest  in  opera, 
you  been  going  to  the  opera? 


How  long  have 


For  about  twenty  years.   Not  so  much  now  as  from  '76  to  maybe  ten 
years  after  that--I  had  season  tickets.   But  the  first  time  I  went 
to  an  opera  it  was  with  a  friend  who  was  just  so  enamored  of  it, 
and  I  always  thought  opera  was  a  kind  of  a  pompous  musical  form. 
But  he  loved  it  so  much  that  I  couldn't  help  but  pick  up  an 
interest  in  it,  and  the  first  time  I  went  he  carried  me  way  into  a 
row  of  seats.   There  were  no  wheelchair  seating  spaces  in  the 
opera  house.   This  was  1976. 

Was  this  the  San  Francisco  Opera  House? 

Yes.   I  don't  remember  thinking  it  was  all  that  bad.   I  mean,  I 
never  liked  to  be  carried  like  that,  but  in  those  days  I  was  more 
willing  to  do  things  like  that  than  I  am  now.   I  certainly  did 
attend  more  operas  and  eventually  worked  on  a  committee.   I  think 
it  was  in  the  late  seventies,  at  the  opera  house. 

What  committee  is  this? 

It  was  an  ad  hoc  committee  with  the  ticket  sales  office  and  the 
Board  of  Trustees  to  try  to  find  some  accessibility  in  the  opera 
house.   What  we  discovered  at  that  time--and  this  was  just  an 
early  move--is  that  at  the  dress  circle  level  there  were  two 
benches  that  were  reserved  for  the  trustees.   They're  called 
trustees'  benches.   They're  in  between  two  sets  of  columns,  just 
as  wide  as  a  wheelchair.  What  they  decided  to  do  at  that  time  was 
to  make  those  two  bench  areas  available  to  people  in  wheelchairs. 
The  benches  were  movable.   It  was  actually  designed  for  trustees 


of  the  opera  who  came  in  and  just  wanted  to  take  a  peek  at  the 
opera;  they  had  to  have  a  quick  seat  available  for  them.   But  I 
don't  think  they  were  ever  used  by  the  trustees;  it  was  just  a 
little  token.   So,  after  we  had  met  with  them  on  this  committee, 
they  would  pull  these  benches  out  when  somebody  in  a  wheelchair 
came  in. 

I  think  there  was  a  little  more  access  down  on  the  orchestra 
level.   They  made  a  little  platform  area.   It  wasn't  great.   The 
restrooms  were  not—you  couldn't  close  the  door  to  the  stalls. 
What  we  did  was  a  little  step  forward.   Later  Mary  Lou  Breslin  and 
Kitty  Cone  pushed  it  a  little  bit  further.   And  now  after  this 
most  recent  remodeling--!  haven't  seen  it  yet,  but  Susan  Ferrerya 
was  the  consultant  on  that,  I  think  that  it  is  now  completely 
accessible  with  a  lot  more  seats  available.   I  bought  box  seat 
tickets  because  that  was  one  of  the  few  areas  that  was  accessible 
in  the  early  days. 


Final  Thoughts 


Landes: 


O'Hara: 


Landes : 
O'Hara: 


Susan,  we've  talked  about  a  lot  of  things  in  these  several  hours 
of  interviews.   Your  early  life  as  a  disabled  person  and  then  your 
coming  to  Berkeley  and  then  your  work  at  the  University  of 
California  with  the  Disabled  Students'  Program  and  then  these 
other  interests  in  travel  and  opera. 

Now  having  been  retired  for  four  years,  how  do  you  see  your 
life  developing?  What  is  most  important  to  you  at  this  stage  in 
your  life? 

I  live  at  a  more  measured  pace,  and  that's  very  important  to  me 
now.   That  actually  was  the  reason  I  had  to  retire:  I  was  not 
living  a  measured  pace.   I  had  actually  a  kind  of  a  physical 
collapse  there  in  1991,  which  caused  my  retirement  in  1992.   I'm 
very  interested  in  the  oral  history  program.   I  do  some  work  with 
a  foundation  that  funds  disabled  and  elderly  groups. 


What  foundation  is  that? 

It's  called  the  True  North  Foundation, 
the  environmental  area  also. 


They  do  a  lot  of  work  in 


My  house  is  important  to  me.   I  feel  like  I  served  my  time 
in  the  modern  ticky-tack  apartment  over  on  Dwight  and  Ellsworth, 
and  I  enjoy  being  here  at  home,  I  enjoy  entertaining,  and  friends 
and  family,  reading. 
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Landes:   When  did  you  move  to  this  house? 

O'Hara:   In  1993,  right  after  I  retired.   My  brother  Ed  remodeled  it  for 

me,  and  his  wife  Judy--the  same  one  who  went  to  Japan  with  me--did 
the  decorating.   It  has  all  the  things  I'd  always  wanted  and  had 
facilitated  for  the  students,  with  the  electric  door  and  the 
electric  curtains  and  the  fully  accessible  bathroom  and  those 
kinds  of  things  that  I  really  enjoy. 

Landes:   So  as  you  look  at  all  the  changes  that  you've  seen  within  the 

disabled  community  and  the  changes  that  have  happened  in  your  own 
life,  are  you  optimistic  as  you  look  towards  the  future  as  a 
disabled  person  and  as  an  observer  of  the  disabled  community? 

O'Hara:   I  can't  help  but  be  at  least  a  little  optimistic.   Certainly  the 
changes  that  have  occurred  in  the  forty-two  years  since  I  was 
disabled  are  truly  remarkable,  and  I  think  I've  mentioned  the 
things  that  we  didn't  have  way  back  then:  the  curb  ramps  and 
accessible  bathrooms  in  stores  and  accessibility  in  trains  and 
programmatic  access.   There's  a  tremendous  change  in  the  landscape 
for  people  with  disabilities.   Who  could  not  be  optimistic  that 
that  will  remain.   At  least  —  some  of  it  will  stay.   I  don't  really 
know  if  there's  been  much  change  in  people's  attitudes  toward 
people  with  disabilities.   I  still  think  there's  a  tremendous 
amount  of  fear  of  people  with  disabilities.   I  still  think  people 
with  disabilities  are  treated  as  second-class  citizens  in  some 
ways . 

ti 

O'Hara:   But  I'm  basically  an  optimistic  person.   In  my  own  life  I  look 

back  on  this  being  a  series  of  serendipity  events,  and  it's  been  a 
very,  very  rich  experience.   Having  a  disability  probably  has 
enriched  my  life  more  than  it  would  have  if  I  hadn't  had  a 
disability.   But  the  challenge  of  living  with  a  disability  has 
been,  overall,  pretty  darn  interesting.   As  far  as  the  future 
goes,  I  think  I'll  survive  [chuckles],  and  I'm  pretty  optimistic 
about  that.   I  also  feel  pretty  lucky.   I  have  family  and  friends 
that  I  feel  are  totally  invaluable.   The  future  of  the  disability 
movement  in  general  I  think  is  going  to  take  constant  vigilance. 

Landes:   Are  there  any  other  comments  that  you'd  like  to  make  about  your 

life,  about  Berkeley,  about  the  independent  living  movement,  about 
your  experiences?  We've  covered  a  lot;  this  has  been  a  wonderful 
interview. 

O'Hara:   I  think  that  just  about  covers  it. 
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Landes:   Susan,  thank  you  very  much  for  allowing  us  to  do  these  interviews 
with  you. 

O'Hara:   You're  welcome. 


Transcribed  by  Gary  Varney 
Final  Typed  by  Shannon  Page 
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